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STUDY PLAN AND OVERALL AIMS
Stephen Ronald Clarke.
Date of Registration:- 1st April 1996.
Registration Number:- 3518876.
Date of Study Plan:- 1st August 1996.
The main aim was to fulfil the requirements for the Surrey Psychology Doctorate 
Conversion Course by completing the assignments of literature reviews, clinical dossier 
and research study. Since I had been working for nine years since obtaining my M. Psych. 
Science (Clinical), a subsidiary aim was to provide an account of much of the work, 
projects and organisational achievements which had been completed during that period, 
and this is documented in the Clinical Dossier Section of this portfolio.
ACADEMIC SECTION.
Two critical reviews were chosen on the basis of their interest and relevance with regard 
to my current work as a clinical psychologist.
Critical Review One. 
Depression and Severe Learning Disability.
This review related to my clinical specialisation within learning disability and represented 
a focus on clinical and treatment issues for people showing potential symptoms of 
depression, which can be difficult to diagnose in people with severe learning disability.
At issue was whether people with severe learning disability have sufficiently complex
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mental processes for the development of depression:- if they present with a different 
central cluster of symptoms for depression, this can lead to a controversial conclusion that 
people with severe learning disability evidence a different sort of depression from able 
people, and might require a different treatment approach. But if precisely the same cluster 
of symptoms as for able people is used for distinguishing depression in people with severe 
learning disability, this can lead to under-recognition of the condition and failure to deliver 
treatment.
A literature review was undertaken to examine the theory and evidence for depression in 
people with severe learning disability with these issues in mind.
Critical Review Two. 
Eating Disorders in Adults with Severe Learning Disability: Problems 
of Diagnostic Classification.
A comparable approach was followed in the second review in which the diagnostic 
adequacy of the DSM-IV classification system was considered in a review of the literature 
on eating disorders in people with learning disability.
Problems of disordered eating are relatively common among people with severe learning 
disability, yet this area would seem to receive inadequate coverage in DSM-IV which 
reserves some diagnoses for children only, and places restrictive conditions on other 
diagnoses which cannot be fulfilled by people with severe learning disability. It is 
important that problems of disordered eating in people with severe learning disability are 
adequately accounted for within the international systems of DSM-IV and ICD-10 
because the administration of funding, services and research is increasingly determined by 
needs which are stated within this framework.
The personal interest in this area stemmed from my clinical involvement with people with 
severe learning disabilities within the residential service of the area health authority, 
because a significant proportion present with disorders of eating which infringe severely
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on their health and independence.
SECTION TWO. Clinical Dossier Section.
The main aim of the Clinical Dossier was to provide a coherent account of my work, 
research projects, development of databases and clinical practice during the nine year 
period from completion of my M. Psych. Science (Clinical) course up until completion of 
the Surrey Psych. D. Conversion Course. Three subsidiary aims were:
1) to provide a factual account of work, courses and training undertaken during that 
period,
2) to provide a thematic account of the lines of psychology department development, 
personal development and development of lines of research studies undertaken during this 
period. These themes or lines of enquiry included a) the usage and influence of 
information technology within a psychology department b) the effects of implementation 
of community care policies for people with learning disability, and c) changing attitudes 
and practices among psychologists working within the specialisation of learning disability.
3) to provide some critical reflection on the interaction of research and theory with 
psychologists’ clinical practice. One representative piece of the writer’s research projects 
was chosen to illustrate this.
Research Study. 
Family Contacts of People with Learning Disability who are in 
Residential Care.
Surrey Research Supervisor:- Dr. Clare Twigger-Ross.
Local Supervisor:- Dr. Sean Denyer.
Mission statements and policies for the care of people with learning disability within 
residential units emphasise the importance of family involvement in the care process. 
There is an assumption that families will continue to have regular contact with the client 
in residential care during holidays, weekends and visits. Care staff might point out that
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some clients are never visited and never go home, but there is very little objective 
information on the overall pattern of family visitation for people in residential care, and 
the factors which promote or restrict family contacts.
The present study on family contacts of people with learning disability who are in 
residential care, was carried out in pursuance of my specialisation in learning disability. 
It related to my masters thesis on ‘Community Contacts and Neighbours’ Experience of 
Group Homes for People with a Mental Handicap’, which is also included within this 
portfolio. Both studies reflected my abiding interest in the interaction of community care 
policies at the national level with the experience at the small group and individual level.
In both studies a general aim was to examine critically some of the questionable 
assumptions about community and family in so far as these assumptions have influenced 
policies and practices in the care of people with learning disability. More specific 
objectives of my doctorate study were to provide a descriptive account of the family 
contacts of a representative group of people in residential care, and to determine which 
factors were associated with higher levels of family contact.
Issues of interest included whether or not people in community group homes receive more 
family contacts than people in large residential units, to what extent are personal 
characteristics such as age, sex, degree of learning disability and level of social 
competence associated with family contacts, and whether special difficulties such as 
behaviour disturbance or an additional psychiatric disorder militate against family contacts.
Work carried out within the five year period preceding the Doctorate Conversion Course, 
led directly in to this research project. This included detailed assessments of all the people 
with learning disability who were in the residential care of my employing Health Board, 
the development of a learning disability database, and the projects which were carried out 
monitoring the transfer of clients from institutional to community residential units. This 
work is documented in some detail in the Clinical Dossier section.
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SECTION ONE.
ACADEMIC REVIEW SECTION. 
Critical Review One.
DEPRESSION AND SEVERE 
LEARNING DISABILITY.
DEPRESSION AND SEVERE LEARNING DISABILITY
Introduction.
A seminal paper by Sovner and Hurley (1983) highlighted that the psychiatric community 
had devoted very little attention to affective disorders among people with learning 
disability. Until fairly recently there was an assumption that learning disabled people did 
not have sufficiently complex mental processes for the development of an affective 
disorder (Szymanski, 1994). Within the last two decades evidence has been adduced that 
people with learning disability do indeed suffer from a range of mental illnesses, including 
depression (Wright, 1982; Reiss, 1990).
There remains at issue the question of whether it is the same kind of depression as for 
non-disabled people in terms of symptoms, aetiology, course of illness, treatments and 
outcomes. Analogous issues have been considered by researchers studying childhood 
depression (Kovacs, 1997; Birmaher, Ryan, Williamson, Brent, Kaufman, Dahl, Perel and 
Nelson, 1996), yet curiously there has not been any comparison of depression of children 
and depression of people with learning disability.
It will be argued below that there are contradictions within current formulations of 
depression in people with severe learning disability which cannot be resolved without 
taking into account aspects of their developmental, cognitive and affective level which 
arise from the severe learning disability itself. Providing a definition for depression brings 
to the fore contradictions and difficulties in the diagnosis of this condition for people with 
severe learning disability.
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Definitions.
The term depression is used to refer to the following tabulated conditions.
DSMIV ICD 10
296xx
300.4
311
MAJOR DEPRESSIVE DISORDER. 
DYSTHYMIC DISORDER.
DEPRESSIVE DISORDER not otherwise specified.
F32x, F33x
F34.1
F32.9
Because of their comparative rarity, bipolar affective disorders (i.e. depression with manic 
or hypomanic episodes) will be considered separately.
The general reference to people with learning disability is used to describe people with a 
developmental disorder whose IQ is less than 70. Severe learning disability refers to that 
section whose IQ is between 20 and 34. Learning disability is taken as being not a specific 
disease, but rather a behavioural syndrome, and even the subgroup of those with severe 
learning disability are not a homogeneous group:- a broad spectrum of disability, 
symptoms and behaviour can be observed in this group.
The difficulty for providing a definition of depression in people with severe learning 
disability lies in that the central cluster of symptoms are cognitive and affective rather than 
behavioural, and can be difficult to evince in people with limited cognitive abilities. People 
with learning disability are less likely to express some of the classic symptoms of affective 
disorders, such as feelings of hopelessness, suicidal ideation, and reports on mood 
disturbance because they do not have the required verbal and conceptual abilities with 
which to express their mental state.
It is assumed here that depression is a syndrome rather than an illness (Harrington, 1994)
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because the illness model leads to contradictions of disparate aetiology, disparate 
symptoms and different types of comorbidity among different groups of sufferers. 
Formulating depressive disorders as syndromic can help to integrate the findings that 
people with learning disability may display a different clustering of symptoms from non­
disabled people. Contradictions arise if the clustering of symptoms is markedly different 
for people with learning disability than for non-disabled people, because this can lead to 
a conclusion that learning disabled people have a separate type of depression which should 
be distinguished by different diagnostic categories. In particular, both behaviour 
disturbance and agitation have been mooted as symptoms for depression in people with 
learning disability (Meins, 1995), and some of the contradictions which can arise from this 
are considered below.
Diagnosis difficulties.
Despite the pervasive difficulty of accurately diagnosing any kind of mental health problem 
in people with severe learning disability, Moss, Patel, Prosser, Goldberg, Simpson, Rowe 
and Lucchino (1993) have been able to develop a Psychiatric Assessment Schedule for 
Adults with a Developmental Disability (PASS-ADD) based on both patient and informant 
semi-structured clinical interviews. For people with learning disability over 50 years of age 
their system distinguished 11.4% who were suffering from depression and anxiety 
(excluding cases of dementia). Significantly, 75% of these were unknown to mental health 
services.
Specialists in the area of diagnosis of psychiatric disorders among people with learning 
disability have noted the importance of using both client interview and careful history 
taking from a carer/informant (Sovner and Hurley, 1983; Moss, 1995) but these 
commentators also note that it is unlikely that this degree of diagnostic precision will be 
made by a non-specialist G.P. Since D.S.M. III-R the substitution of caregivers reports 
of depressed mood and symptoms for the patients’ own reports has been permitted. Meins 
(1995) made a controlled attempt to diagnose 32 people with learning disability and major 
depression using D.S.M. III-R criteria and found successful application for 19 out of 20
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of those with mild learning disability, but among 12 with severe learning disability the 
criteria of feelings of worthlessness/guilt, suicidal ideation/attempts and decreased 
concentration/indecisiveness were only partially assessable. Instead, people with severe 
learning disability and major depression had symptoms more often marked by 
psychomotor agitation and irritable mood, and disturbed behaviour.
The carer or informant can provide important information about changes over time, subtle 
alterations of routines and behaviour and details about sleeping, eating and activity 
patterns.
Under-recognition and Prevalence.
The term diagnostic over-shadowing refers to the tendency for mental illnesses to be 
under-recognised by diagnosticians dealing with the learning disabled population, and to 
inappropriately attribute symptoms of emotional disorder to the person’s learning 
disability (Holt, Kon and Bouras, 1995). The tendency for mental illnesses to go under­
recognised in the learning disabled population has been commented on by nearly all 
practitioners in this field, and has led to the development of diagnostic schedules designed 
to overcome this problem (Moss etal., 1993; Matson, Gardner, Coe and Sovner, 1991).
Prevalence rates for psychiatric disorders.
Campbell and Malone (1991) reviewed literature investigating rates for psychiatric 
disorders in adults with learning disability, and found point prevalence rates of between 
14.3% and 67.3%, but studies quoting the higher rates are based on populations within 
residential care. The sheer range of different prevalence rates is indicative of the confusion 
about diagnosis of psychiatric disorder in general among people with learning disability, 
as well as reflecting different methodologies in studies and different definitions. Studies 
based on large population surveys have produced rates as low as 10.2% for children 
(Reiss, 1985), and 39% for adults (Reiss, 1990), where behavioural disorders were
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included among psychiatric disorders. Other studies which have produced prevalence rates 
of 35% to 45% also included behavioural and personality disorders.
Part of the variability of prevalence rates can be accounted for by the inclusivity of the 
diagnoses. If behavioural changes and disturbance are included within the definition of 
psychiatric disorder, higher prevalence rates are found. If definitions of psychiatric 
disorder are restricted to cognitive and affective symptoms, then lower prevalence rates 
are found. Since having disturbed behaviour is a major factor precipitating a person with 
learning disability towards residential care (Bouras, 1994), the higher rates of psychiatric 
disorder found among residential populations may contain several confounded variables. 
One of the best prevalence studies was carried out in Denmark by Lund (1985) who 
sampled by strict epidemiological criteria and found a rate of 27% for psychiatric disorder. 
For neurotic and affective disorders Lund (1985) found a rate of 3.7% within the general 
population of adults with learning disability.
In the context of generally ageing populations in western countries, a number of studies 
have focused on the older people with learning disability who have psychiatric disorder 
(Day, 1985; Patel, Goldberg, and Moss, 1993; Das and Mishra, 1995), where symptoms 
of cognitive decline contribute to increased rates of psychiatric disorder. Patel, Goldberg 
and Moss (1993) found that a prevalence rate of 11.4% for psychiatric disorder was nearly 
doubled to 21% if dementia was included. The findings of Day (1985) indicated a 
prevalence rate of 30% for psychiatric disorder among long-stay residents, but the data 
did not lend itself to an analysis of rates for affective disorder because of use of the terms 
“neuroses” and “affective psychoses”.
Prevalence rates for depression.
Wright (1982), in a survey of 1,507 residents, most of whom had severe learning 
disability, found a rate of 6% for mood disorders. This accords with other large sample 
studies which have found point prevalence rates of between 2% and 6% for affective 
disorders (Corbett, 1979; Ballinger and Reid, 1977), where the higher figures are for
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residential populations and the lower figures are for people living in the community.
Reiss (1990) concluded that the point prevalence rate for depression among people with 
learning disability was between 3 and 6%. Even taking the lower estimate of 3%, this is 
still considerably higher than the prevalence rate for non-disabled people- 0.36 to 0.90% 
(Rutter, Taylor and Hersov, 1994).
For people with Down’s syndrome in particular, Collacott, Cooper, and McGrother 
(1992) have found the rate for depression to be three times higher than the for people with 
less specific learning disability or other aetiologies.
Because of evidence of diagnostic over-shadowing and difficulties in diagnosis (Moss et 
al., 1993; Reiss et al., 1982), it is suspected that the real prevalence rate for depressive 
disorders may be higher than those found in most studies. There is a general problem of 
comparing different prevalence rates because different populations have been sampled, 
levels of learning disability have varied widely, different measures for depression have 
been used, and the basic concept of depression in people with learning disability is still 
being developed.
Behaviour disturbance and depression.
The findings of Meins (1985) were representative of a number of other studies which have 
found that people with severe learning disability and depression are more likely to show 
regressed or disturbed behaviour, deterioration in body functions and a reduced level of 
adaptive functioning as symptoms of depression (Fraser and Nolan, 1994; Cooper and 
Collacott, 1993; Chariot, Doucette and Mezzacappa, 1993). In particular, the finding of 
the emergence of behaviour problems or an increase in pre-existing behaviour disturbance 
as a major symptom of depression among people with learning disability has been well 
identified and replicated (Moss et a l, 1993).
Meins (1995) recognised there would be a contradiction if behaviour disturbance was
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used both in the diagnosis of depression, and then as an associated or emergent symptom. 
He focused first on symptoms that were clearly part of the DSM III-R spectrum of 
depressive symptomatology, and then assessed the association of depression with 
behaviour disturbance and other phenomena. But there is still a problem that behaviour 
disturbance is linked to a number of other disorders, including schizophrenia and physical 
illness, as well as being a diagnostic category in its own right.
Behaviour problems have been identified as a comorbid condition among children with 
depression (Kovacs, 1997; Birmaher et a l , 1996). There is a potential contradiction if 
behaviour disorders are considered as a separate comorbid diagnosis for children with 
depression, but may be considered as a symptom of depression in people with learning 
disability. Harrington (1994) argued for a distinct subcategory of depressive conduct 
disorder for children, and ICD-10 allows for the concept of such mixed disorders, whereas 
DSM-IV treats them as separate comorbid conditions. Treating behaviour disturbance as 
a primary symptom of depression in people with learning disability leads to a conclusion 
that depression must be qualitatively different for people with learning disability. Day 
(1985) noted that behaviour problems among people with learning disability did not show 
the expected amelioration with remission of depression and with ageing, as reported in 
non-handicapped people.
Sovner and Hurley (1983) considered depression to be essentially the same for people 
with or without learning disability. In summarizing the clinical literature they concluded 
that the impaired intellectual and social functioning of people with learning disability did 
not preclude the development of affective disorders, though the symptom range was 
narrower, and more weight had to be given to levels of motor activity, sleeping and eating 
patterns and careful history taking from informants in the diagnosis of depression.
Contradictions.
The issue is not as simple as this. Eaton and Menolascino (1982) pointed out the 
comparative rarity of exogenous factors leading to depression in people with severe
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learning disability. Cooper and Collacott (1995) were tempted into suggesting substitution 
of different symptoms such as tearfulness and hypochondriasis to replace the lack of 
depressive cognitions among people with Down’s Syndrome. Moss et al (1993) were 
well aware that the more they modified their PASS-ADD diagnostic system to suit people 
with severe learning disability, the more they would be drawn into a “different sort of 
depression” conclusion, and so they resisted modifications to item organisation and 
wording.
The well established and strong association of behaviour disturbance with depression in 
people with learning disability has led a number of commentators to recommend that it be 
included as a symptom of depression (Meins, 1995; Cooper and Collacott, 1995). There 
is pressure to do this because of the frequent dearth of any cognitive and affective 
symptoms in people with severe learning disability, and in cases where clinicians might 
have good reason to suspect the presence of depression, such as bereavement. Meins 
(1995) and Matson, Gardner, Coe and Sovner (1991) recommended a number of 
adaptations to existing DSM-III criteria, in order to diagnose depression in people with 
severe learning disability, including using irritability of mood (otherwise restricted to 
children under DSM-III), aggressive and self-injurious behaviour, stereotype behaviour 
and tearfulness. One danger of this is that symptoms such as stereotyped and self-injurious 
behaviour can be relatively common in people with severe and profound disability.
There is an analogy here with the erstwhile concept of masked depression in children, 
which has been abandoned. In the absence of other supportive evidence it is not 
reasonable to assume that depression must be present, but in masked form, when the only 
evidence for its existence is problem behaviour. Without other strong indications of 
depression, over-inclusivity of behavioural symptoms could lead to over-diagnosis as well 
as confusion on the nature of depression among people with severe learning disability. 
Meins (1995) suggested an important restriction should be made in allowing behaviour 
disturbance to be considered as a symptom of depression- it should only be included if 
there are at least two clear symptoms of depression, including loss of interest or mood 
disturbance, already present.
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Comparison with children.
Comparison of depression among children and depression among people with severe 
learning disability reveals interesting similarities and differences. For both groups there is 
an association with behaviour problems as noted above. Suicide attempts are extremely 
rare among people with severe learning disability but as many as 25% to 34% of 
depressed children and adolescents had attempted suicide (Ryan, Puig-Antich, Ambrosini, 
Rabinovich, Robinson, Nelson, Iyengar and Twomey, 1987). For children there is a great 
deal of evidence that their depression is a familial disorder, whatever the transmission 
mechanism (Rutter et al, 1994), whereas no such evidence has been adduced for 
depression in people with learning disability.
For both children and people with severe learning disability there has been debate about 
whether the two groups have sufficiently developed intellectual capacity for the full 
symptom range of depression to be present to warrant a diagnosis of depression as such 
(Kovacs, 1997; Eaton and Menolascino, 1982). In both groups the evidence for 
exogenous factors leading to depression is poor (Birmaher et al., 1996; Moss, 1995).
In both non-handicapped children and people with learning disability the rates for males 
and females are the same (Matson et a l, 1991; Birmaher et a l, 1996), whereas for non­
handicapped adolescents and adults the ratio is 2:1 female: male. For both groups several 
genetic, familial and biological correlates have been identified (Birmaher et a l, 1996) and 
these are reviewed below for people with learning disability.
In the case of children, Harrington (1994) has argued that age-appropriate symptoms such 
as school refusal and behaviour problems need to be included in the diagnosis of 
depression. But an important caveat is that it would be dangerous to count behaviour 
disturbance as the main or only symptom of depression. Careful case history over an 
extended period of time needs to be carried out, taking account of changes in motor 
activity, eating and sleeping habits, social behaviour and patterns of behaviour (Moss et
14
al., 1996).
As is the case for children, symptoms which demand a high level of cognitive functioning, 
such as guilt feelings, suicidal ideation and patterns of negative thinking cannot be 
expected from people with learning disability. But changes in behaviour patterns, 
vegetative functioning and motor activity are within the scope of the behavioural 
repertoire of people with severe learning disability, and can reasonably be included as 
symptoms of depression. To exclude them could lead to the earlier position that people 
with severe and profound learning disability cannot suffer from depression.
Genetic and physiological factors.
Learning disability is not a homogeneous disorder but a number of specific genetic and 
neurological conditions have been found to be associated with depression. In particular, 
the cognitive decline which is a typical feature of older people with Down’s Syndrome has 
also been reliably shown to predispose towards depression (Cooper and Collacott, 1993). 
People with Down’s Syndrome have three times the rate for depression than people with 
other learning disability aetiology (Collacott et al, 1992). Depression in this group can 
frequently be misdiagnosed as dementia, and a loss of adaptive functioning together with 
physiological symptoms of cognitive decline can also tend to mask otherwise obvious 
symptoms of depression (Das and Mishra, 1995).
Wing (1976) pointed out that states of severe depression can be found in childhood 
autism. Singh and Rajkowa (1986) noted an association of Klinefelter’s Syndrome with 
episodic depression, and Bryan and Herjanic (1980) found depression to be associated 
with a variety of other disabling conditions in a review of literature.
The search for underlying metabolic and neurotransmitter dysfunction which might be 
common to both depression and particular genetic disorders has been disappointing- no 
clear associations have been found (Kendall and Zeally, 1993). A parallel approach has 
been to examine the way that antidepressant drugs influence depressive symptoms and
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underlying neurotransmission processes, which is dealt with in the treatment section 
below. The monoamine deficiency theory and theorised neuroendocrine function 
deficiency have given rise to numerous studies revealing some degree of association, but 
no clear biological pathways leading to depression (Kolb and Wishaw, 1990).
One development from neurotransmitter studies has been the dexamethasone-suppression 
test (Mattes and Amsell, 1993) as a diagnostic tool in the detection of depression in 
people with learning disability, particularly for people with no speech where language 
based diagnostic schedules cannot be used. The limitations in accuracy of this test have 
led to a recommendation for abandonment of its use (Mudford, Barrera, Murray and 
Boundy, 1995). Interestingly, in both the proposal and the abandonment studies for this 
test, behaviour disturbance was used as an unquestioned symptom and validation measure 
for depression in people with severe and profound learning disability.
Specific cortical dysfunction and depression.
Most definitions of learning disability including ICD-10 and DSM-IV place emphasis on 
the functioning of the individual, leaving open the question of aetiology, although the 
W.H.O. model of handicap does include the concept of impairment not only of function 
but also of anatomical structure (Holt et al., 1995). Brain dysfunction, whether genetic, 
biological, structural or unspecified, is usually presumed rather than proven in people with 
learning disability. There is overwhelming evidence that cortical dysfunction in general, 
whether in development leading to learning disability, or as an event in adulthood, does 
predispose towards mental illness including depression (Lezac, 1983; Moss, 1995).But 
surprisingly little is known about the mechanisms by which cortical dysfunction car lead 
to a mental illness, even for schizophrenia, and gross correlations can be quite ipeak. 
Many of the abnormalities initially presumed to be specific to schizophrenia such as 
enlargement of the lateral ventricles and “hypofrontality” have also been reported in 
people with unipolar and bipolar depression (Dolan, Calloway, and Mann, 1985]
Nonverbal learning deficits.
If depression was a highly probable sequela of cortical dysfunction the rates for depression 
among the learning disabled population might be expected to be much higher than is 
observed. One group which has been identified as having an increased risk for depression 
has been people with nonverbal learning disability. Rourke, Young and Leenaars (1989) 
suggested that people who as children showed the specific learning disorder associated 
with low nonverbal intellectual functioning were at particular risk for depression and 
suicide in adolescence and adulthood. The evidence is still equivocal and further 
replications would be needed before any reliable conclusions could be made about an 
association of depression with right-sided cerebral dysfunction. Right hemisphere cerebral 
dysfunction can also be associated with behavioural disorder, attentional deficit and 
hyperactivity disorder (ADHD), and can possibly be a risk factor for schizophrenia and 
bipolar affective disorder (Lezak, 1983; Kolb and Wishaw, 1990; Rutter et a l, 1994)
Bipolar affective disorder.
The prevalence rates for bipolar depression among people with severe learning disability 
are extremely low and accuracy of diagnosis is difficult to achieve because mania in this 
group is rarely euphoric, active or cheerful. Instead a person with severe learning disability 
and mania is more likely to show symptoms of irritability, aggression, noisiness and 
wandering (Lund, 1985), and these are also symptoms of increased behaviour disturbance. 
Differential diagnosis needs to be made on the basis of careful history-taking and 
observation of behaviour and vegetative functions (Reid, 1982).
Because of the rarity of bipolar disorder, even prevalence studies end up as single case 
studies in consideration of persons with both learning disability and bipolar depression, 
and no firm associations have been identified (Sovner and Hurley, 1983)
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Precipitating factors.
For children, Kovacs has reviewed research on “depressogenic factors” in children and 
adolescents, which can include the death of a loved one, abandonment, rejection and life 
events, and she concluded that there was only a modest association between triggering 
agents and the onset of depression. For people with learning disability there is some 
impressionistic literature, prescriptive for the most part, on the importance of recognising 
bereavement and depression (Kennedy, 1989; James, 1995). But there are no reliable 
findings on which stressful events may trigger depression, and more importantly, stressful 
events which fail to trigger depression in people with learning disability.
The dearth of evidence may be significant itself. Because of the extended parental care 
period required for people with learning disability, a majority experience parental loss or 
abandonment before achieving any emotional independence, yet there is no research 
showing any reliable association of depression with entry into residential care (for 
example, Sherman, 1988; Baker and Blacher, 1996).
Other reasons why a high prevalence for depression among people with learning disability 
might be expected could include poor social competence, low self-esteem because of 
coping difficulties and repeated failures, and social isolation because of language deficits 
(Fraser and Nolan, 1994).
Kendall and Zeally (1993) concluded for non-handicapped people that the literature on 
the relationship between depression and separation/loss is conflictual and inconclusive. A 
study by Bryan and Herjanic (1980) suggested that people with milder disability were 
more prone to depression because they were able to realise their own limitations, whereas 
those with more severe disability could not. But no such protection factor is indicated by 
prevalence rates over the different levels of disability (Wright, 1982; Lund, 1985; Reiss, 
1990).
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The evidence for depression following the death of a carer, friend or pet, or a change of 
living circumstances is anecdotal or based on single case examples (James, 1995; 
Kennedy, 1989). Studies on the management of bereavement in people with learning 
disability invite a conclusion that bereavement leads to grief and to depression, which may 
manifest itself in disturbed behaviour. This is still speculative because the examples of 
depression following bereavement are not matched by any studies of the people with 
severe learning disability who have failed to react to bereavement. Also, if behaviour 
disturbance follows a bereavement, this may be a reaction to changed circumstances rather 
than depression as such.
Placement changes which involve loss of carers, major upheaval and change of lifestyle 
might be expected to provoke depressive reactions among people with learning disability, 
yet no such evidence has been adduced despite the very large literature on effects of 
placement changes (for example, Emerson and Hatton, 1994). Placement changes are 
known to affect levels of challenging behaviour among people with learning disability 
(Walker, Ryan and Walker, 1993) but not in any consistent direction- it probably depends 
on what setting a person is coming from, and where they are going to.
The course of depression.
There is surprisingly little literature on the onset and course of depression in people with 
severe learning disability, and most evidence that there is, is based on single case studies. 
There is suggestive evidence that depression in people with learning disability lasts longer 
and that relapse rates are higher, but no conclusive evidence to affirm this (Yapa and Roy, 
1990), and findings are marred by the influences of diagnostic over-shadowing and under­
reaction of professionals and the services in the treatment of depression.
Treatment.
Reiss etal, (1982) among many others have noted that emotionally disturbed people with 
learning disability fall through a gap between mental health services and the learning
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disability services. Ever since the rise of psychoanalysis, the area of learning disability has 
been an unpopular area for psychiatrists to work in (Szymanski, 1994) and many positions 
remain unfilled.
The move of people with learning disability from larger residential units into group homes 
in the community has not been an unmitigated success from the point of view of the 
mental health needs of people with learning disability, because many services have 
interpreted normalisation principles to mean that people with learning disability should rely 
on the same G.P. and generic mental health services as anyone else (Szymanski, 1994). 
This can lead to under-recognition and under-treatment of depression in people with 
learning disability because generic professionals may have little experience or training for 
working with people with learning disability. For these reasons, Day (1994) recommended 
the continuance of specialised psychiatric and psychological services for people with 
learning disability.
The two most common treatment responses for people with depression and severe 
learning disability are residential treatment (or change of this), and medication. Residential 
treatment can very often be a response to families’ difficulties in continuing to care for the 
person with learning disability, particularly if severity of handicaps and behaviour 
disturbance are prominent features (Sherman, 1988; Tausig, 1985). Residential treatment 
would rarely be a response to depression per se, but if someone with learning disability 
living in the community suffers depression to an extent that makes adaptation to 
community life impossible, then transfer to a hospital-like residential setting is a common 
treatment option (Baker, Blacher and Pfeiffer, 1993).
Pharmacotherapy.
Medication with anti-depressants is by far the most frequent treatment option for 
depression even though its effectiveness has not been adequately established yet (Crabbe, 
1994). It is clear that anti-depressant treatment can significantly reduce the levels of 
behaviour disturbance and psychomotor agitation, but it cannot be concluded from this
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that depression itself has been successfully treated- the same drugs which are widely used 
for treatment of depression also have a known efficacy in the treatment of behaviour 
disturbance. Research findings on this are remarkably similar to those for drug treatments 
for children and adolescents with depression:- widespread drug treatment but very little 
evidence for efficacy compared with controls or placebo controls (Crabbe, 1994).
It would be unwise to conclude that medication is ineffective, even if it remains more of 
an art than a science. Aggressive treatment with anti-depressants is sometimes very 
necessary to prevent a short-term episode from becoming a long-term condition. A further 
complication for people with learning disability is that once a medication course has been 
started, there is a tendency for it to continue unless rigorous review procedures are put 
in place (Day, 1985).
Psychotherapy.
Formal psychotherapy treatment for people with severe learning disability would seem to 
be relatively rare, judging by the dearth of published studies. Yapa and Roy (1990) 
provided two case studies of the monitoring and treatment of depression. James (1995) 
and Oswin (1996) have provided good practical advice on helping people with learning 
disability to cope with bereavement.
Input by clinical psychologists is usually made through multi-disciplinary teams within 
learning disability services. It is possible that behavioural strategies such as functional 
analysis which are designed to address challenging behaviour, and that individual 
programme planning have sometimes resulted in the relief of causes of depression, but 
there is no published direct evidence on this.
It was not possible to find any evidence of cognitive behavioural methods being used with 
people with depression and severe learning disability. The parallel with children is 
interesting. The theorists of cognitive therapies are circumspect about stating whether or 
not there is any lower age limit on a person’s age or mental age which would counter-
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indicate use of such therapy.
Dujovne, Barnard and RapofF (1995) found no studies specifically employing Beck’s 
approach for the treatment of children, and noted that some have argued that the concept 
of logical errors would require an ability level beyond that of most children.
In a meta-analytic review, Joiner and Wagner (1995) concluded that attributional style 
(Seligman, 1975) was cross-sectionally associated with clinical depression among children 
across a broad age range (7-18 years). No such finding has been reported for people with 
more severe learning disability, tempting the speculation that a mental age higher than 6 
years would be necessary in order to relate attributional style to depression. If cognitive 
therapies presuppose an ability level higher than that shown in young children and people 
with moderate and severe learning disability, then this would make such therapies 
irrelevant for these groups. But this can lead to the argument that depression in children 
and people with more severe learning disability is a different kind of condition from the 
adult variety. Theorists have resisted this argument for children, not least because there 
is a strong correlation between childhood and adult depression, even though the symptoms 
may be different at different age stages (Harrington, 1994).
Conclusions.
In the same way that symptoms of depression can show great variability among non­
disabled people, those with learning disability can also display a wide variability in the type 
and intensity of their symptoms. It is useful to formulate depression as a syndrome cluster 
rather than an illness in accounting for the evidence from people with depression and 
learning disability.
As for children, symptoms which assume a high level of intellectual functioning, such as 
feelings of guilt and worthlessness, cannot be expected within a severely learning disabled 
population. In contrast, age-appropriate symptoms such as behaviour disturbance and 
irritability can be expected to appear as expressions of depression among people with
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severe disability. But an important caveat is that behaviour disturbance should never be 
the main or only symptom used to diagnose depression within this group- to do so would 
lead to irreconcilable contradictions and to a position of learning disabled people having 
a different type of depression from others. An accurate diagnosis of depression needs to 
include at least two central symptoms of depression, such as mood disturbance or loss of 
interest, before behaviour disturbance should be included as an additional symptom 
(Meins, 1995).
Sovner and Hurley (1983) concluded that people with learning disability suffer from the 
full range of affective disorders and should be considered for the full range of treatments 
including psychotherapy. Psychotherapeutic approaches which assume a mental age of at 
least 7 years are probably inappropriate for people with severe learning disability, whereas 
an approach based on parenting and attachment theory (Bowlby, 1980) is likely to be 
highly appropriate for this group.
Moss etal., (1993) considered that it remained uncertain whether the general psychiatric 
assessment principles were applicable for people with learning disability, and argued for 
fundamental research into the appropriateness ofDSM-IV and ICD-10 algorithms for this 
group. Rather than assuming symptoms to be essentially the same as for non-handicapped 
people, it might be better to start “from the bottom up” examining the features and 
variability of symptoms within the learning disabled population and only then proceed to 
compare and contrast with non-handicapped symptomatology.
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EATING DISORDERS IN ADULTS WITH SEVERE 
LEARNING DISABILITY: PROBLEMS OF DIAGNOSTIC 
CLASSIFICATION.
INTRODUCTION.
The aim of this paper is to review the literature on eating disorders in adults with severe 
and profound learning disabilities with particular respect to examining the adequacy of the 
DSM-IV nosological system for these disorders (American Psychiatric Association, 1994). 
In this review it will be argued that the standard psychiatric DSM-IV categorisation has 
great limitations for use with people who have severe learning disabilities whereas the 
psychological approaches such as functional behaviour analysis or factor analytic systems 
have an advantage in that doubtful assumptions about the presence of a mental disorder 
can be avoided.
It is argued below that the limitations of DSM-IV apply specifically for eating disorders 
as separate diagnoses for people with severe learning disability. There are no problems 
with weight loss, anorectic reactions or food refusal being formulated as symptoms or 
reactions to other well established DSM-IV disorders such as schizophrenia or depression 
in people with severe learning disability.
An examination of the literature on pica and rumination considers the question of whether 
diagnostic concepts based on mental disorders of non-disabled people take enough 
account of the physiological considerations and behavioural factors associated with 
learning disability. At issue is whether the disorders of eating represent mental disorders 
in their own right, or whether they would be better construed as behaviours subsumed 
under other category headings such as stereotypic behaviour or self-injurious behaviour.
The ICD-10 system is almost identical to the DSM-IV system in its formulation of eating 
disorders, so that all arguments in this paper which apply to DSM-IV can also be taken
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to apply to ICD-10, except where a difference is specifically stated. It is important that 
problems of disordered eating in people with severe learning disability are adequately 
accounted for within the international systems of DSM-IV and ICD-10 because the 
administration of funding, services and research is increasingly determined by needs which 
are stated within this framework.
The eating disorders recognised by DSM-IV (the Diagnostic and Statistical Manual of 
Mental Disorders, American Psychiatric Association, 1994) are the following:-
1) Anorexia nervosa.
2) Bulimia nervosa
3) Eating disorder not otherwise specified- where most but not all the criteria of 
anorexia or bulimia are fulfilled.
4) Feeding disorder of infancy or early childhood.
5) Pica- the eating of non-nutritive substances.
6) Rumination disorder.
Obesity is not included within DSM-IV “...because it has not been established that it is 
consistently associated with a psychological or behavioral syndrome.” (American 
Psychiatric Association, 1994, p. 539). But DSM-IV does allow for obesity and 
underweight to be indicated under “Psychological Factors Affecting Medical Condition” 
(American Psychiatric Association, 1994, p. 675). Since obesity and underweight are so 
frequently linked with severe learning disability conditions themselves, these conditions 
are included in this review.
The main areas covered in this paper are feeding disorder of infancy or early childhood, 
anorexia nervosa, obesity and underweight, pica and rumination. The disorders of bulimia 
nervosa and “eating disorder not otherwise specified” are given hardly any coverage 
because of the very limited relevance of these diagnostic concepts for people with severe 
learning disability, reflected in the lack of published papers.
For each area of disordered eating, this review attempts to cover the diagnostic definition,
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the prevalence rate, the core research findings on the condition and its management, 
followed by a discussion of the problems of diagnostic classification associated with the 
disorder. The focus will be on aduts with severe learning disability, not least because this 
group has characteristics which challenge most critically the assumptions about mental 
disorders which are based on a non-disabled population.
FEEDING DISORDER OF INFANCY OR EARLY CHILDHOOD.
The DSM-IV category of “feeding disorder of infancy and childhood” is defined as (..the 
persistent failure to eat adequately, as reflected in significant failure to gain weight or 
significant weight loss over at least one month.” (American Psychiatric Association, 1994, 
p. 98). It is given only cursory coverage here because this diagnosis is mainly reserved for 
very young children. A restricting criterion is that the disturbance would not be better 
accounted for by another disorder such as learning disability. Individuals with neurological 
disorders are also excluded by the DSM-IV definition of feeding disorder. This is in itself 
a disadvantage of the DSM-IV classification system because problems of eating constitute 
a significant area of difficulties for people with severe learning disability.
Good accounts of the training of eating skills in people with severe or profound 
disabilities can be found in a number of manual texts (Carr, 1980; Hogg and Sebba, 1986). 
It is also clear that people with severe learning disability do indeed have feeding difficulties 
such as food- and drink-refusal problems, slow eating or eating too fast (Jones, 1982; 
Carr, 1980; Coe, Babbitt, Williams, Hajimihalis, Snyder, Ballard, and Efron, 1997). There 
do not seem to be any general prevalence studies of feeding difficulties as distinct from 
other eating disorders such as pica and rumination among the learning disabled population, 
but many practitioners refer to feeding difficulties being relatively common among people 
with severe disabilities or sub-groups such as children with Down syndrome (e.g. Spender, 
Stein, Reilly, Percy and Cave, 1996).
Most descriptions of treatments of feeding difficulties come from the behavioural literature 
where feeding difficulties in people with severe disabilities are most frequently described
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within the context of self-injurious or otherwise challenging behaviour rather than within 
the context of an eating disorder as such (Carson and Morgan, 1974; Hagopian, Farrell 
and Amari, 1996; Johnson and Babbitt, 1993; Grossett and Williams, 1995). Many sorts 
of behaviour can occur in association with feeding: challenging behaviour, non- 
compliance, stereotyped behaviour and self-injurious behaviour (Presland, 1989). The 
preferred psychological treatment in the great majority of published papers in the area of 
feeding difficulties of people with severe learning difficulties was some form of behaviour 
modification and functional behaviour analysis.
It is not easy to understand why DSM-IV excluded adults with feeding difficulties from 
having a feeding disorder diagnosis (307.59, American Psychiatric Association, 1994), 
although it possibly reflected a desire to avoid comparisons of children with learning 
disabled people. If this was the case, an immediate contradiction is evident in that for pica 
and rumination there are no such exclusions on the basis of age or degree of learning 
disability. An unfortunate effect of the exclusion from DSM-IV of an adequate category 
of feeding disorder for people with severe learning disability is that surveys and prevalence 
studies, especially those under medical direction, are likely to exclude this important 
problem area from proper consideration.
ANOREXIA NERVOSA AND BULIMIA NERVOSA IN PEOPLE WITH 
LEARNING DISABILITY.
In the research literature no cases of bulimia nervosa in learning disability were found 
which could be diagnosed differentially from anorexia nervosa. Prevalence studies would 
seem to indicate that anorexia in people with learning disability is extremely rare (O’Brien 
and Whitehouse, 1990; Meins, 1995; Matson, Coe, Gardner and Sovner, 1991). Only 
seven case study reports of probable anorexia nervosa were found in a search of 
publications written in the English language (Hurley and Sovner, 1979; Fox, Karan and 
Rotatori, 1981; Cottrell and Crisp, 1984; Mohl and McMahon, 1980; Holt Bouras and 
Watson, 1988; Clarke and Yapa, 1991; Thomas, 1994). In none of these cases did the
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subject have a severe or profound learning disability; the level of learning disability was 
within the borderline or mild range in four cases, and in the moderate range in three cases. 
Only brief coverage is provided here because this paper focuses mainly on people with 
severe or profound disabilities.
Definition.
The eating disorder of anorexia nervosa consists of an intense fear of weight gain or food 
intake, a significant disturbance in the perception of the shape or size of the body, a 
weight which is 85% or less than expected, amenorrhaea and other physiological sequelae 
of weight loss, and often the presence of vomiting, over-exercise and loss of sexual 
interest (American Psychiatric Association, 1994; Margo, 1987).
These seven cases studies show up the limitations of a DSM-IV system based on the non­
disabled population, even for people with mild and moderate disabilities, and even more 
for people with severe and profound disabilities. The controversial issue is that the DSM- 
IV criteria for anorexia includes two essential cognitive components which are very hard 
to substantiate for anyone with a moderate or severe learning disability:- these are the 
intense fear of weight gain and a significant disturbance in the perception of the shape or 
size of the body (American Psychiatric Association, 1994; Margo, 1987).
An analysis presented in Table 1 (p. 52) indicates that a number of the criteria for anorexia 
were either unfulfilled or only partially fulfilled in the seven case studies which claimed a 
diagnosis of anorexia nervosa in people with a mild or moderate learning disability. It was 
not possible to ascertain accurately from the case descriptions how many showed a clear 
fear of gaining weight. In only three out of the seven cases (Table 1, p. 52) was there 
evidence of intentional, planned vomiting or use of exercise in order to lose weight and 
there was a lack of use of sophisticated ploys to avoid eating in all seven cases studies. In 
only two of the seven case studies was there clear evidence of perceptual body disturbance 
(Thomas, 1994; Clarke and Yapa, 1991). It is possible that limited verbal skills precluded 
some individuals from expressing the cognitive disturbances which DSM-IV count as
36
essential features for a diagnosis of anorexia, but it is dangerous to assume or impute their 
presence in the absence of direct evidence.
All seven cases involved a significant degree of accompanying behaviour disturbance. At 
least four of the seven cases (Table 1, p. 52) had developed anorexic symptoms within the 
context of a depressive illness of which two were thought to be related to bereavement. 
Two further cases showed symptoms of a schizophrenic or schizo-affective disorder, and 
it is possible that six of the seven cases might be better formulated as anorectic reactions 
to a depressive or schizophrenic disorder.
Anti-depressants were prescribed in at least five of the seven cases. Behaviour therapy 
was the main treatment in six out of seven cases and success was reported in five out of 
these six. This pattern of predominantly behavioural treatments contrasts with the 
favoured treatments of family therapy and individual psychotherapy for non-disabled 
anorexic patients (Robin, Siegel and Moye, 1995). Weight loss associated with depression 
is thought to be a relatively common phenomenon, although reliable prevalence rates are 
not available (Szymanski and Biederman, 1984; Raitasuo, Virtanen and Raitasuo, 1998).
The argument presented here is not that DSM-IV diagnoses are generally inappropriate 
for people with learning disability:- co-morbid diagnoses for schizophrenia, depression and 
challenging behaviour, for example, are well established and entirely appropriate for 
people with learning disability (Meins, 1995). The problems arise for the diagnoses of 
eating disorders because of the restrictions put on them by DSM-IV criteria.
The overall objection being raised here is that in the first two DSM-IV eating disorders 
under review, people with severe learning disabilities are effectively ruled out of 
consideration. In feeding disorder this is because the category is reserved for children, and 
in anorexia because the essential cognitive criteria cannot be fulfilled by persons with 
severe disabilities. People with learning disability can and do suffer from underweight, as 
well as obesity, but here again these problems and needs can be excluded from 
consideration within a DSM-IV framework, because obesity and underweight are
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excluded from DSM-IV as they are not mental disorders.
OBESITY AND UNDERWEIGHT.
In this section the focus will be on problems of overweight and underweight which are 
more or less special to people with learning disability. Obesity was excluded from DSM- 
IV (American Psychiatric Association, 1994) because it had not been shown that it was 
consistently associated with a psychological or behavioural syndrome although it can be 
included as a ‘Psychological Factor Affecting Medical Condition’ such as diabetes. ICD- 
10 follows the same logic and excludes obesity, but it does have a category, F50.4, 
“Overeating associated with other psychological disturbances” such as bereavement, 
accidents and distressing life events (W.H.O., 1992).
Whilst it is reasonable for obesity and underweight to be excluded from DSM-IV as 
mental disorders, this can have the disadvantage of these conditions being excluded from 
general consideration. Reasons are adduced below for arguing that obesity and 
underweight represent very important conditions for consideration and for treatment 
among people with severe learning disability. If the system of mental disorders within a 
DSM-IV system is put to one side, then it becomes easier to consider obesity and 
underweight as factors, important in their own right, and in their interaction with other 
conditions such as hyperphagia and feeding difficulties.
A number of syndromes and conditions give rise to both learning disability and a tendency 
towards obesity, the best documented of these being Down’s Syndrome (Bell and Bhate, 
1992) and Prader-Willi Syndrome (Ehara, Ohno and Takeshita, 1993). The most common 
health problems associated with obesity include coronary heart disease, hypertension, 
diabetes mellitus, decreased lung function, mobility problems and osteoarthritis (Royal 
College of Physicians, 1983). An additional problem for people with learning disability is 
that obesity is likely to contribute to increased stigmatisation and non-acceptance in an 
already vulnerable group (Fox, Rotatori, Mauser and Switsky, 1981).
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Prevalence.
Exact prevalence rates for obesity are difficult to obtain and compare because of different 
measurements of obesity, different populations of people with learning disability, different 
age groups and different cultures. In a cohort of 20-29 year olds with learning disability 
in Finland, Simila and Niskanen (1991) found that 30% were underweight, a majority of 
these being in the severe disability range, and that severe obesity was about five times 
more prevalent than in the general population, although mild obesity rates were the same 
for this relatively young age group.
In a much larger study covering a wider age range of people living in residential homes 
in the U.S.A., Fox and Rotatori (1982) found 25.1% of women and 15.6% of men were 
overweight. In a prevalence study of people with Down’s Syndrome and other learning 
disabilities in the U.K., Bell and Bhate (1992) found that 70.6% of males and 95.8% of 
females with Down’s Syndrome were overweight, and 49.3% of males and 63.0% of 
females with other learning disabilities were overweight. The equivalent figures for the 
general non-disabled population were 40% for males and 32% for females.
Disability level, overweight and underweight.
A general conclusion which may be drawn from prevalence studies is that populations of 
people with learning disability tend to show weight distributions which are polarised at 
opposite ends of the spectrum (Simila and Niskanen, 1991; Wood, 1994).
Comparisons among several studies indicate that people with severe and profound 
learning disabilities are more likely to suffer from underweight whereas people with 
moderate and mild learning difficulties are more likely to suffer from obesity (Bell and 
Bhate, 1992; Wood, 1994; Gouge and Ekvall, 1975; Simila and Niskanen, 1991; Prasher, 
1995). Feeding difficulties, slow eating and rumination can be factors leading to 
underweight among people with profound learning disability (Davis and Cuvo, 1980).
Reasons put forward for a greater tendency towards obesity among some groups with 
learning disability include hypothalamic dysfunction (Ehara, Ohno and Takeshita, 1993),
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hypothyroidism (Dinani and Carpenter, 1990), side effects of anti-depressants and anti­
epileptics (Perry, 1996) and a speculated association of low activity rates (Wood, 1994).
A small body of evidence also seems to be consistent in indicating that people living at 
home or in community group homes may be more susceptible to developing an obesity 
condition, probably because these less restrictive environments present more opportunities 
for people to eat high calorie snack foods (Rimmer, Braddock and Fujiura, 1994; Prasher, 
1995; Perry, 1996). O’Brien and Whitehouse (1990) showed that among learning disabled 
adults in community placements, depressed people showed an excess of food eaten and 
time spent searching out food.
It is easier to consider the associations of obesity with other conditions within a 
multivariate framework, without taking on board any assumptions of an underlying mental 
disorder. It is also important that obesity and underweight would not be excluded from 
consideration simply because they do not come within the sphere of DSM-IV mental 
disorders.
Prader-Willi Syndrome and Down’s Syndrome.
The complex mechanisms which can lead towards obesity are still largely undetermined, 
even for the specific and well-researched Prader-Willi Syndrome. Alteration of 
hypothalamic function in Prader-Willi Syndrome is presumed rather than proven (Holland, 
Treasure, Coskeran and Dallow, 1995) and it remains uncertain whether the over-eating 
characteristic of this syndrome is due to an impaired satiety response or impaired 
metabolic function (Dykens, Goff, Hodapp, Davis, Devanzo, Moss, Halliday, Shah, State 
and King, 1997), or part of a more general obsessive compulsive disorder (Dykens, 
Leckman and Cassidy, 1996) or abnormalities of nutrient absorption (Ehara et al., 1993) 
or some combination of all these factors.
Although it is not yet possible to treat the hyperphagia itself, it is possible to manage the 
condition by low calorie diet, behavioural management, a programme of activity and 
exercise and target weights. Since over-eating and obesity in Prader-Willi Syndrome leads
40
to such life-threatening conditions, it seems appropriate to be pro-active in diet restrictions 
from an early age, especially since the disorder has a physiological rather than a 
motivational basis (Dykens et a l , 1997).
For obesity in general among groups of people with learning disability, it is by no means 
agreed that this condition is a necessary or acceptable correlate of learning disability. For 
Down syndrome there is evidence that the best approach for counteracting the effects of 
a reduced basal metabolic rate is not by caloric restriction but by increasing energy spent 
in activity for children (Roizen and Schoeller, 1997). All authors are agreed that early 
prevention from childhood is far easier to achieve than combating long-standing obesity 
in adults (Prasher, 1995; Takeuchi, 1994; Fox, Rotatori, Mauser and Switsky, 1981; 
Perry, 1996).
Treatment and management.
The research findings on obesity treatment from behavioural research carried out in the 
1960's and 1970's led to the conclusion that short-lived, intensive treatments will not be 
sufficient for maintaining long term weight loss; what is needed is long term changes in 
specific eating habits and a self-control component which should last long after any 
treatment phase (Stuart and Davis, 1972; Fox, Rotatori, Mauser and Switsky, 1981).
Arguments about violation of people’s rights by dietary restriction are countered by 
arguments about the rights to dietary education, health, and in extreme obesity, the right 
to avoid morbidity and loss of mobility (Dykens et al, 1997; Perry, 1996). It may be 
appropriate to decide whether a person can give informed consent to treatment in cases 
of doubt.
The treatment of underweight in people with learning disability seems to pose fewer 
ethical problems, because underweight is usually a problem for people with severe and 
profound disabilities related to the eating and feeding disorders comprising rumination, 
pica and feeding difficulties, where it seems reasonable to presume that both the carers
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and the people with learning disability would want a normal weight to be achieved.
Evaluation.
The studies covering obesity and underweight were important and of practical relevance 
for the population of people with learning disabilities. These studies were also free from 
the constraints of psychiatric diagnosis, and this meant that obesity could be taken simply 
as a factor or condition rather than a mental disorder.
There was a dearth of longitudinal studies in this area, making it very difficult to ascertain 
what would be a typical pattern of weight gain or weight loss over the lifespan in a person 
with severe learning disability. The research indicated a need for greater awareness among 
both home carers and professionals of the problems which overweight and underweight 
can present. Of particular concern were the findings suggesting that those living at home 
and within community residences might be more susceptible to problems leading to severe 
obesity, and more investigative research needs to be done in this area. Far more studies 
have been carried out on residential populations than on community populations, and this 
imbalance should be redressed.
PICA.
The eating disorder of pica is defined as the persistent eating of non-nutritive substances 
such as soil, plaster or cigarette ends (American Psychiatric Association, 1994) but may 
also include inappropriate food such as frozen or uncooked food. It is commonly observed 
in infants and young children but would not be counted as a disorder unless persisting 
beyond about 18 months of age (Baltrop, 1966).
Prevalence.
Pica is relatively common in people with severe and profound disabilities, although 
accurate prevalence rates are hard to obtain. Danford and Huber (1982) obtained an 
estimated prevalence rate of 25.8% among a large sample (991) of people with learning 
disabilities in residential care, but McAlpine and Singh (1986) found a lower prevalence
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rate of 9.2% among a comparable residential population. Both studies showed that pica 
tends to decrease in prevalence with age and is more common among people with more 
severe learning disabilities (Danford and Huber, 1982; McAlpine and Singh, 1986).
DSM-IV contains the following enigmatic qualification (American Psychiatric 
Association, 1994, p. 95), “If the eating behaviour occurs exclusively during the course 
of another mental disorder (e.g. ....Mental Retardation (p. 96)) a separate diagnosis of Pica 
should be made only if the eating behaviour is sufficiently severe to warrant independent 
clinical attention (Criterion D)”. This seems to represent a tacit recognition that pica can 
be relatively common among people with profound disabilities and might be part of more 
generalised developmentally delayed behaviour, including mouthing, feeding difficulties 
and other problematic behaviour reflecting limited discrimination abilities (Presland, 1989; 
McLoughlin, 1987).
Treatment.
An assessment or functional analysis of the behaviour would usually be a precursor of 
treatments, which typically involve behavioural and ward management, reducing boredom 
and increasing alternative appropriate activities. Behavioural strategies have included 
over-correction procedures, brief restraint and the differential reinforcement of 
incompatible behaviour (DBS) (Singh, 1981). A survey on pica within a learning disability 
hospital in the U.K., if representative, suggested that only about 8% of people with this 
problem were receiving a behavioural management programme (Tewari, Krishnan, 
Valsalan and Roy, 1995).
The severity of pica can depend on extraneous factors such as the availability of inedible 
substances in a person’s environment, sufficient mobility and dexterity to obtain access 
to inedible substances, the presence or absence of other behaviours which are more 
rewarding, and whether or not there is a tendency for the pica behaviour to be repetitive 
(Mace, Lalli and Lalli, 1991). One study indicated pica was more common in children with 
autism (Kinnell, 1985), possibly because of repetitiveness of behaviour. There is indirect 
evidence suggesting that pica in children with autism may translate into food-searching
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behaviour in adults with autism (McLoughlin, 1987; O’Brien and Whitehouse, 1990).
Pica of cigarette ends has been treated using a functional analysis by isolating and 
removing the nicotine re-inforcement component (Piazza, Hanley and Fisher, 1996). In 
another study taking a functional analysis approach, increasing background staff-client 
interaction resulted in a reduction of pica behaviour (Mace and Knight, 1986). Pica 
behaviour can be found to vary as a function of a background depressive illness (Jawed, 
Krishnan, Prasher and Corbett, 1993).
These findings call into question whether it is meaningful to consider pica as a mental 
disorder in its own right; sometimes it may be a symptom of a depressive disorder, 
sometimes it may be a stereotypic behaviour associated with other behaviours such as 
hoarding or rumination, and sometimes it may represent a special variant of substance 
abuse (nicotine).
Evaluation.
Most studies are understandably concerned with the context and treatment of pica, and 
nearly all of these took a functional behaviour analysis approach. The absence of 
longitudinal studies on this condition makes it difficult to distinguish between pica which 
has developed as regressive behaviour and pica which has always been present in a person 
with severe learning disability. There is an absence of controlled outcome studies on 
treatments in this area.
RUMINATION.
Definition.
Rumination is defined as the repeated voluntary regurgitation of gastric contents, without 
associated nausea, disgust or gastro-intestinal disorder (American Psychiatric Association, 
1994). The food is either rejected from the mouth (emesis) or, more frequently, rechewed 
and re-swallowed. This definition is problematic for two reasons. First, for the two groups 
in which rumination is most commonly found, infants and people with severe to profound
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learning disabilities, it is usually not possible to determine whether or not there is 
associated nausea (Skuse, 1994). Nausea implies discomfort but it is possible that this 
experience can be rewarding to people with profound disabilities, and form part of a self­
stimulation mechanism (Osborne, Peine, Darvish, Blakelock and Jenson, 1995). Second, 
in long-standing cases of rumination, gastro-intestinal and gastro-esophageal disorders can 
be present in up to 90% of cases, not least because rumination itself can give rise to these 
medical problems (Rogers, Stratton, Victor, Kennedy and Andres, 1992).
ICD-10 does not have a separate category for rumination disorder (W.H.O., 1992), 
although it allows rumination to be integrated under “feeding disorder of infancy and 
childhood”.
Prevalence.
The prevalence of rumination in people with learning disability varies between about 5% 
and 15% depending on whether cases with gastro-intestinal or other medical abnormalities 
are included or excluded, the age range which is covered and whether the prevalence 
study covered a residential population or a whole population (Singh, 1981; Rogers et al., 
1992). A prevalence rate of 10% for people with moderate, severe or profound disabilities 
is probably the best estimate (Davis and Cuvo, 1980).
Features of rumination in people with severe learning disability.
Rumination can give rise to a range of serious health problems including gastro-intestinal 
disorders and damage to the teeth and gums and the chronic condition can also result in 
malnutrition, dehydration and lowered immunity to disease (Davis and Cuvo, 1980). The 
condition is potentially fatal by choking. Deliberate, non-erotic self-choking can be a 
complication in a minority of cases and both regurgitation and self-choking are presumed 
to emanate from self-stimulatory internal mechanisms- the behaviours are presumed to be 
self-rewarding and to block out other reinforcers (Osborne, Peine, Darvish, Blakelock and 
Jenson, 1995). Anecdotal evidence from solvent abusers and people with psychiatric 
problems might suggest that regurgitation and choking can lead to a brief “rush” or “high” 
which could be rewarding to a profoundly learning disabled person with a severely limited
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behavioural repertoire and means for seeking out rewards (Osborne et a l, 1995).
Treatment.
Aversive procedures have been shown to have some beneficial effects on rumination 
(Mestre, Resnick and Berman, 1988) but ethical and legal concerns about aversive 
procedures have led to other approaches being favoured. In particular, for rumination, the 
differential reinforcement of other behaviour (DRO) and food satiation procedures have 
been used with some success (Lancioni and Hoogeveen, 1990). Paced eating procedures 
have also proved effective in controlling postmealtime rumination (McKeegan, Estill, and 
Campbell, 1987; Osborne et al., 1995). Unsuccessful treatments have included increased 
handling and attention, dietary changes and drug therapy (Davis and Cuvo, 1980).
Because of the complex interaction of medical, dietary, nursing and behavioural factors 
underlying rumination among severely disabled people within residential care, there is a 
clear need for inter-disciplinary co-operation to treat this condition (Rogers et ah, 1992). 
A greater awareness of these dangerous conditions could lead to more people being 
treated successfully and an avoidance of the factors which give rise to the conditions and 
the environmental factors which exacerbate them (Mace, Lalli and Lalli, 1991).
General discussion on pica and rumination.
Deliberate vomiting and regurgitation can occur among non-disabled people with anorexia 
and bulimia, but the reasons are contrastingly different. Among people with 
anorexia/bulimia the vomiting is planned, secretive, goal-oriented to avoid weight gain and 
is typically accompanied by feelings of guilt and disgust (Palmer, 1989). Among people 
with severe learning disability the same behaviour is a goal in itself, unplanned and subject 
to immediate conditions such as satiety and the availability of other reinforcers, and there 
is no evidence of guilt and disgust (Osborne et a l , 1995, Skuse, 1994). Although the 
behaviour may be similar and the outcome- underweight - may be the same, the 
significance of the behaviour for the two groups is very different.
There is evidence suggesting that the context of rumination among children is different
46
from the context of rumination in people with severe disabilities (Parry-Jones, 1994). 
Among infants and children rumination can signify failure to develop an interactional 
feeding pattern, distortions of the parent-child relationship and neglect; the treatment 
would usually involve parenting procedures including providing affection, attention and 
stimulation, and teaching an interactional feeding pattern (Mayes, Humphrey, Handford 
and Mitchell, 1988). For people with severe learning disabilities rumination occurs 
typically within an institutional setting and the behaviour may be reinforced by the re­
consumption of food and by a self-stimulatory mechanism; the most favoured treatments 
are DRO (differential reinforcement of other behaviour), satiation procedures and paced 
eating (Osborne etal., 1995; Davis and Cuvo, 1980).
DSM-1V is a classification system which has developed from research within populations 
of predominantly non-disabled people. For eating disorders, it is uncertain whether such 
a system has validity for the population of people with learning disability. Rumination is 
treated as the same disorder for both young children and people with severe and profound 
disabilities, essentially because the behaviour itself seems to be the same. But if the 
context is different for the two groups, if the reasons underlying the behaviour are 
different and if the motives are different, there may be a case for rumination behaviour 
being classified in different ways for the two groups.
It is suggested that the DSM-IV classification system places over-reliance on definitions 
based on observable behaviour and does not take enough account of differences in 
underlying motives or reasons for that behaviour. Pica in a man with profound learning 
disability within a large hospital ward setting may take place because of conditions of 
undeveloped discriminatory senses, the presence of self-stimulatory behaviour, absence 
of other appropriate activities and access to inedible substances. Pica in a three year old 
child taken into care may take place because of a disturbed parent child relationship, as 
part of other regressed behaviour in a context of stress and change, and against a 
background of environmental deprivation (Madden, Russo and Cataldo, 1980). It may 
prove to be unreasonable for both conditions to be classed as the same disorder only 
because the behaviour looks the same.
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Factor analysis and behaviours associated with disordered eating.
This argument can be approached from a different side. What if the behavioural disorders 
of people with learning disabilities were approached for classification without pre­
conceptions about fitting the disorders into the categories used for the non-disabled 
population? Matson, Coe, Gardner, and Sovner (1991) have attempted to do this using 
a diagnostic instrument which they developed :- the Diagnostic Assessment for the 
Severely Handicapped Scale (DASH), (Matson, Gardner, Coe and Sovner, 1991). 
Although the DASH subscales were organised along the lines of DSMIII-R disorders, 
when their scale was used in a factor analytic study of 506 people with severe and 
profound learning disabilities, the analysis revealed just six orthogonal dimensions of 
behaviour which did not conform closely to DSM categories. These were emotional 
lability, antisocial behaviour, language disorder, social withdrawal/stereotypy, eating 
disorder, and sleep disorder. Level of learning disability and ambulatory status proved to 
be significant determinants of factor ratings whereas sex was not related.
Although the Matson, Coe, Gardner, and Sovner (1991) study represents an initial attempt 
in this direction, and although they started out initially with DSM categories, their results 
suggest that a very different nosological system could be developed for disordered eating 
behaviour within this group. Rumination might be considered more reasonably as a special 
variant of self-stimulatory and/or self-injurious behaviour. Pica might be better classified 
as a particular variant of delayed early development, or a variant of other associated 
stereotypic behaviours, in line with the view of Presland (1989) that eating difficulties can 
co-occur with a range of other problem behaviours.
Another isolated study (Jones, 1982) also indicated that a taxonomy of eating problems 
based on behavioural causes and problem-eating area could account for the research 
studies better than a taxonomy based on psychiatric disorders. Jones (1982) distinguished 
between behaviour-related causes, neuromotor-related causes and physical-related causes 
as one taxonomic dimension, and then went on to distinguish between different problem 
areas (drinking, eating, self-feeding, social and self-injurious). Although some objections 
could be made to this system- is self-injury a behavioural ‘cause’ or an area of behaviour?-
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it is an example of an attempt to develop a more logical system outside of the constraints 
of a taxonomy of mental disorders. The fact that problematic behaviour occurs within the 
area of feeding and eating may not be sufficient to justify a diagnosis of an eating disorder.
Until factor analytic studies are carried out which exclude the preconceptions of 
diagnostic categories based on non-disabled child populations and non-disabled adult 
populations with mental health problems, it will remain uncertain whether the present 
DSM-IV categories of eating disorders are appropriate for use with the populations of 
people with severe and profound disabilities. It may transpire that the best nosological 
system would be obtained from a combination of clinical approaches and factor analytic 
techniques (Matson, Coe, Gardner, and Sovner, 1991), or an integration of causes of 
behaviour with areas of problematic behaviour (Jones, 1982).
It is difficult to resolve the dilemma presented by the limitations of DSM-IV for eating 
disorders in people with severe learning disability. ICD-10 recognised its limitations for 
learning disability taxonomies, “..acknowledging that justice can only be done to this topic 
by means of a comprehensive, possibly multiaxial, system. Such a system needs to be 
developed separately.” (p. 18, W.H.O., 1992). But the development of a separate system 
goes against normalisation principles by leading towards this group being given separate 
consideration from non-disabled people.
It might be possible to resolve some of the contradictions if such a system incorporated 
the same essential features of the mental disorders of non-disabled persons, but relaxed 
and adapted many of the restricting criteria in order to take account of the special 
physiological and behavioural factors associated with learning disability. For example, a 
relaxation of the age restrictions of DSM-IV for feeding disorders “of infancy and 
childhood” would be appropriate in allowing people with severe learning disability to be 
included for consideration within this area of disordered eating.
An adapted approach might make it easier to incorporate pica and rumination into eating 
disorders, challenging behaviour and severe disability itself, whereas the present DSM-IV
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system strongly discourages such over-inclusivity.
SUMMARY AND CONCLUSIONS.
For anorexia nervosa and feeding disorder the DSM-IV classification system is less than 
adequate for adults with severe learning disability, because the defining criteria effectively 
rule out of consideration this group. For anorexia this is because the essential cognitive 
cannot be fulfilled by people with severe learning disabilities; for feeding disorder this is 
because the condition is reserved for very young children.
Problems of obesity and underweight can be widely prevalent within some groupings of 
people with learning disability. DSM-IV does not class these conditions as mental 
disorders, and this is quite correct, but a system which could deal with conditions and 
factors such as obesity would be more useful for people with learning disability, without 
the problematic function of defining these as mental disorders or not. Greater awareness, 
prevention and treatment can be highly beneficial in avoiding the stigmatisation, medical 
and mobility problems which can otherwise accompany obesity and underweight.
The behavioural disorders comprising pica, rumination and feeding difficulties are better 
accounted for without the constraints of DSM-IV which treats these behaviours as mental 
disorders based on a non-disabled population. Both DSM-IV and ICD-10 place great 
emphasis on individual psychopathology which is unfair towards people with severe 
learning disabilities in the light of a great deal of evidence indicating the influences of 
environmental conditions on pica and rumination behaviour (Mace, Lalli and Lalli, 1991; 
Osborne et a l , 1995; Rogers et al., 1992).
A more coherent, consistent account could be provided by a combination of clinical 
concepts with a behavioural and factor analytic approach. This might lead to much pica- 
and rumination-behaviour being seen within the context of other stereotypic, self- 
stimulatory or self-injurious behaviour in people with severe learning disability, rather than
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pica and rumination being classed as isolated mental disorders in their own right.
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Cl JNTCAU DOSSIER
INTRODUCTION
The purpose of this review is to provide an account of my professional development 
during the nine years since qualifying for my M. Psych. Science (Clinical). Family 
allegiances committed me to remaining within the same psychology department, but far 
from restricting my development, this continuity has given me the freedom to develop 
expertise and carry through a range of projects without interruption.
Many of the personal and departmental developments outlined below also represent 
national developments in psychology and health services. Greater emphasis on community 
care approaches in learning disability are reflected in five of my own applied research 
projects. A national emphasis on the auditing process is reflected in the computerised 
databases which I developed in my department, and in the way these have been used to 
inform, analyse and change our departmental practices. Changing structures in multi­
disciplinary work and supervisory work are also reflected in my own career development 
outlined below. The national trend towards greatly increased rights of the service users, 
increased freedom of information and a partnership in decision making is also strongly 
reflected in the final project reported in this section.
All the projects were motivated by practical concerns or questions which came out of my 
work. Ten of the studies were formally commissioned by management or services within 
the health board, and often reflected concerns and questions at national level as well as 
at local level. For example, in six of the studies an underlying question was, “How are 
community care policies working in practice?”.
I have tried to relate theory to practice through the work outlined below, and bring to my 
role as clinical psychologist an approach of open enquiry, planned and structured change, 
and constant monitoring of progress.
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PERSONAL DEVELOPMENT AS A CLINICAL PSYCHOLOGIST
My development as a psychologist can be described under five main headings.
1) Pre-Clinical Course psychologist work experience.
2) Post-Clinical Course clinical, senior level and organisational work.
3) Learning Disability specialist work.
4) Information Technology Development.
5) Research Studies.
1) PRE-CLINICAL COURSE PSYCHOLOGIST WORK EXPERIENCE. 1978- 
1986.
For eight years from 1978 to 1986 I worked as a basic grade psychologist. At that time 
the clinical qualification was not obligatory in S. Ireland. During these years I was able to 
gain through experience a good grounding in most of the generic work of a clinical 
psychologist. From 1986 to 1988 I went on to complete the M. Psych. Science (Clinical) 
course at University College Dublin, which was and remains a B.P.S. accredited clinical 
course. My experience prior to this course is outlined below.
Areas of involvement as a basic grade psychologist - 1978 to 1986.
Psychometric assessments. For the first three years of my work as a psychologist much 
of my work consisted of carrying out psychometric assessments on children with learning 
difficulties or disabilities, along with some adult assessments and some therapy work.
Child psychotherapy. As both my experience and the nature of the department's referrals 
broadened, I became much more involved in therapeutic interventions, and the range of
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problems included behaviour management, anxiety problems, school-related problems, 
grief reactions, enuresis and encopresis.
Adolescent work. This included problems of parental control, offending behaviour, 
emerging sexual or sexual-identification problems and vocational assessments.
Adult psychotherapy. From about 1981 an increasing proportion of my work was with 
adults, treating people for depression, anxiety, phobic and obsessional states, relationship 
and sexual problems, bereavement, post-marital separation traumas and personality 
disorders, for example.
Adults with learning disabilities. Because I had developed over the years a thorough 
familiarity with all the learning disability services within the region, many referrals for 
assessment/placement or for treatment/intervention with people with disabilities came my 
way. I built up a good working relationship with the National Rehabilitation Bureau who 
often used my services, and from 1980 onwards I carried out a great deal of specialist 
work within area community day centres, workshops and residential centres.
Lectures. For four years I gave a regular series of psychology lectures to nursing students 
and psychiatric nursing students, and in addition there have always been frequent requests 
for public talks to parents' or other groups, or local radio. Subject topics have included 
psychology for nurses, parenting courses, dealing with bullying, the needs of children with 
learning disability, adults with learning disability living in the community, problems 
associated with separation and divorce, and a sensible approach to homework.
Child sexual abuse, non-accidental injury and court work. Since 1985 there was an 
enormous increase in this area, and about a quarter of my clinical work has always been 
taken up with this kind of work, even to date. As one of the few males within the 
psychology department in Sligo over the last decade, I have had considerable experience 
with adult and adolescent perpetrators, with or without learning disabilities or other 
complications.
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Other generic work. This has included work in the area of fostering and adoption, work 
with children over whom there are custody and access disputes, neuropsychological 
assessments, multi-problem families and substance abuse. My outside clinics have been 
held in all parts of County Sligo and County Leitrim.
Adults with learning disabilities. The group homes programme. In 1988 and 1989 
there was a large transfer of clients out of the old psychiatric hospital and in to group 
homes in the community, and in to specialist learning disability services, day centres in 
particular. I became heavily involved in this area, working in staff training and support, 
assessment of overall client needs, reviews of progress, individual programme planning, 
and dealing with challenging behaviour and psycho-social problems. This phase of my 
work led naturally into my promotion to the post of Senior Psychologist with 
responsibility for learning disability, which commenced in 1989 and is dealt with in more 
detail below.
Clinical Course. M. Psych. Science.
University College Dublin. 1986-1988.
My development has been somewhat atypical insofar as I had been working as a 
psychologist for eight years prior to gaining this professional qualification, and a great 
deal of the experience which many psychologists gain in the next three to five years post 
qualification had already been gained by myself prior to the course. But I was able to use 
the course itself to great effect in developing my skills, reading, studying and learning, and 
using my clinical placements to maximum advantage as I already had a good grounding 
in the basics.
21 POST-CLINICAL COURSE CLINICAL. SENIOR LEVEL AND 
ORGANISATIONAL WORK
After one year following clinical training I was promoted to senior grade for a specialist 
learning disabilities position, and this work is outlined below.
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During the last eight years my generic clinical skills have been consolidated through 
experience and refreshed through conference/workshop attendances (see pages 108-111 
covering this). Inevitably a greater proportion of my time is now taken up with cases 
which demand a high level of general expertise or responsibility, such as serious abuse and 
sexual offence cases, preparing reports for court and giving expert witness testimony, and 
advising on internal Health Board and Psychology Department procedures in cases where 
there may be a question of complaint, professional competency or serious risk 
management.
Supervision. Ongoing clinical supervision of basic grade and trainee psychologists has 
always been an important priority within our department, and at any typical period during 
recent years I would have been supervising about four psychologists. I receive regular 
general supervision from a colleague and I would very frequently look to other 
psychologist colleagues for supervision in specialist areas. Supervision is a two way 
process and can provide a valuable forum for information to be received as well as 
imparted, and for theories or approaches to be examined and tested out. Case formulation 
seems to be a skill which definitely becomes refined by experience.
Acting Head of Department. Over the last six years there have been regular periods 
during a year when I served as acting Head of Department, and I worked closely with the 
Head of Department The Sligo Psychology Department has a staff complement of 
between seven and ten psychologists, depending on availability, and there is a healthy 
system of delegation of responsibilities. I am thoroughly familiar with all the procedures 
and practices within the department, from ordering paper clips to consideration of training 
needs, and I would frequently attend and participate in higher committee meetings within 
the Health Board representing our department on matters such as quality management, 
child care, service developments and supervisory responsibilities.
B.P.S. chartership. In 1995, as a precursor to applying for the Surrey Clinical Doctorate 
Conversion course, I applied for British Psychological Society (B.P.S.) chartership and 
this was granted in November 1995:- previously I had been a member of the Psychological
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Society of Ireland (P.S.I).
In 1997 I commenced working as Acting Principal Psychologist (this grade is newly 
created and has not yet become a permanent position), and as Acting Head of 
Department, and this position will be competed for as a permanent post at some stage 
probably in 1998.
Service Planning. Through my applied research projects and involvement in meetings on 
service demands I have been involved at many levels in service planning. Psychologists, 
including myself, tend to have a reputation for being relatively well-informed about 
national and international developments in service development, and usually know a great 
deal from their reading and conference attendances about which particular developments 
have been found to be beneficial and which have not. My specialist area of research is in 
learning disability, and my applied research projects and service planning surveys are 
covered in detail in the Research Studies section below.
Organisational and Multi-disciplinary Work. My senior specialist position within the 
area of learning disabilities has fostered considerable experience in liaising with other 
departments and professions, as well as independent agencies outside the Health Board, 
including the Gardai (police), voluntary bodies and private agencies, and parents' and 
friends' pressure groups which are very active and influential in our area.
Over the years I have developed considerable experience in taking the initiative in 
arranging meetings, case conferences and reviews both for individuals and groups of 
clients. Much of my work has been pro-active, involving anticipation of future needs as 
well as everyday and crisis work.
Responsibilities at inter-agency level and with senior management. My present 
position has involved a good deal of communication with agencies outside the Health 
Board such as the National Rehabilitation Board, Cregg House (a large voluntary body 
learning disability agency), Rehabilitation Industries, other voluntary bodies and the
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Department of Education. In situations where there has been ongoing negotiations and 
liaising with these agencies I have held a position of trust with higher management in the 
Health Board, often as a kind of special advisor. During 1991 and 1992 I successfully 
completed the three modules and research project comprising the I.P.A. Skills 
Development Course for First Line Managers, funded by the Health Board.
31 LEARNING DISABILITY SPECIALIST WORK.
Assessment and therapy. Over the last 18 years I have gained considerable experience 
in most aspects of assessment and therapy for people with learning disabilities. This work 
has included psychometric assessment, individual programme planning, behavioural work 
within residential units as well as within the home, assessment of social competence, 
working with clients who present with especially challenging behaviour often at a level 
involving risk management and environmental manipulations, vocational assessment and 
placement work, and the training of others in assessment and therapeutic procedures.
Counselling and therapy work has included working in the area of sexual abuse both with 
victims and offenders, clients with a dual diagnosis i.e. who suffer from schizophrenia, 
depression or other psychiatric disorders as well as their learning disability, and I have also 
provided counselling for parents or other caregivers. In most cases the client could only 
be seen in the context of the family, residential unit, school or day centre.
Service Planning. The Health Board has always been very keen to encourage the kind 
of practical and applied research which I have undertaken, and which is outlined below. 
Because of experience of working at many levels and in a number of different roles, I have 
enjoyed a great deal of trust and responsibility in this aspect of my work. A psychologist 
can have the advantage of knowing a great deal at the level of individual clients, being 
trusted and accepted by other professionals such as nurse carers, knowing research 
methods and having a good grasp of organisations and future planning requirements. This 
makes psychologists particularly suitable for being involved in the service planning
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process. The specific projects which I have carried out are detailed in the next section.
Other areas within learning disability. Other areas of involvement include establishing 
a psychology database covering people with learning disabilities (see separate section on 
this), providing statistical returns for the Health Board and other government agencies, 
sitting on the Parents and Friends Advisory Board which meets with the Health Board and 
represents groups such as the Down Syndrome Association. I have always retained a 
continuing involvement with all the workshops, day centres and training centres in our 
area. For some years I was involved in the "Home-to-Home Scheme" which is a 
holiday/respite care scheme in which children with learning difficulties can be hosted by 
volunteer families for a period, usually during the summer.
4) INFORMATION TECHNOLOGY DEVELOPMENT.
During my two years clinical training I overcame a resistance to using computers by 
learning their usefulness and receiving hands-on experience. In 1992 our department 
acquired a computer and I became familiar with database development and of course 
word-processing.
Learning disability database. As there are no educational psychologists at primary level 
in our area, our own clinical department carries out all the assessment and school 
placement work in the area of learning difficulties, and has done so for the last twenty 
years. A leaky manual system had been in operation for separating out psycho educational 
and learning difficulty cases from the rest, but because of numbers this was very difficult 
to maintain.
During 1993 I developed a psychology database system for children with learning 
difficulties which was later expanded to include adults as well. Apart from basic 
demographic data (name, address, D.O.B., sex) the database included level of disability, 
diagnoses such as Down Syndrome, other special needs, school or day service attendance, 
residential or respite services and some other technical information such as psychology file
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number and identification number.
One immediate use this database was put to was to establish how many children with 
learning difficulties lived within a defined rural area where there were no special 
educational facilities. Armed with this working list we met with inspectors from the 
Department of Education and we established provisional acceptance for a special class to 
be set up in a village school where there was a sufficient number of children with special 
needs in the surrounding area. The next step was to go back to the parents and children 
with concrete offers of placement in the proposed integrated special class and most took 
up the offer. This process led to a special class being set up in one village and other rural 
areas are under consideration, using the same process.
Database development and proper use of information analysed in this way can help 
psychologists to move up from the individual level of analysis to a group or macro level 
of analysis. Information so obtained can inform service planning, indicate trends, show up 
gaps or anomalies in service delivery and provide an overview analysis.
Some other specific uses and benefits of our learning disability database are briefly listed 
below.
1) The database informed us of how much educational and disability work we were 
actually involved in. In 1995 this constituted 32% of all our referrals. As a clinical 
psychology department our policy is to move out of educational work as and when 
educational psychologists come on stream.
2) We were able to inform and cross reference with a National Database (for learning 
disabilities) which was being developed from 1994, and this became essentially an auditing 
process.
3) In the absence of a "statementing" system, our Health Board is developing a "Key 
Stage Review System" in which parents participate frilly at key decision stages such as
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starting or leaving school. Psychology is the only department involved with ah children 
in the region with acknowledged significant learning disabilities, and so our database can 
form the procedural core of this review system. A maintained database is excellent for 
indicating review dates, reminders for action, numbers involved and repeated information.
4) Department of Health funds became available in 1995 specifically for people with 
autistic features, and our database was able to pinpoint these potential recipients very 
quickly and efficiently.
Psychology Throughput Database. This database was developed from a manual system 
called "The Red Book", in which all new referrals were entered. The columns in the Red 
Book became the columns in the database, and comprised File No., Name, Address, 
D.O.B., Sex, Clinic where seen, Date of Referral, Referring Agent, Psychologist who was 
allocated, attendance, and Referral Problems as defined by the psychologist. This last 
column is the most controversial because a psychologist has to be responsible for this 
information, which could be examined by the client through the Data Protection Act 
(1988). But to exclude this information would leave the database impoverished of any 
clinical information at all.
A key word system like that used in academic journals was selected because this was felt 
to be more adaptable, user friendly and heuristic than a medical diagnostic system such 
asD.S.M.-4. This database system, although very basic and simple at this stage, has had 
enormous clinical impact within the department, and has led to significant changes and 
adjustments some of which are outlined below.
Caseloads. Some psychologists were seeing nearly twice as many new clients in a year 
than other psychologists, with no apparent differences in their respective loadings or 
weightings for the type of client/problem seen. Such analyses of individual caseloads can 
indicate very clearly and powerfully whether a psychologist is "holding on to clients", 
working too hard or too little, not working effectively, or unwittingly receiving an unfair 
distribution of allocated cases.
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Most of these problems are as much the responsibility of the head of department or senior 
supervising psychologist including myself, and when these issues are addressed during 
supervision, it is far easier to say, "This is what the database analysis shows." rather than 
offering an unsubstantiated impression. As a result of this process, caseloads have been 
evened out to some extent and problems have been addressed before becoming crises.
Analyses of the nature of our work. By carrying out creative queries on the data within 
our database, several interesting analyses have emerged and are brought up for discussion 
periodically at staff meetings. Some of these findings are listed below.
a) Many more boys were referred to our department than girls over 50% more boys 
were seen than girls. But for adults the reverse was the case. There were more than twice 
as many women seen by our department than men. A more detailed analysis revealed that 
it was General Practitioners who were mainly responsible for the referral pattern among 
adults. G.P.s were found to have referred nearly four times as many women to our 
department than men. Of the adult self-referrers, 30% were male and 70% were female. 
Perhaps there is a background state of psychotherapy being more acceptable to women 
than to men, but this trend becomes accentuated by medical referral tendencies. There 
would be scope for a student project to further elucidate these findings.
b) During recent years there has been a continuing high level of referrals from social 
workers and other referral agents for people suffering the effects of abuse, including 
physical abuse, emotional abuse and neglect as well as sexual abuse. When adult victim 
survivors of abuse were included, the total number of referrals for abuse-related problems 
constituted 20.4% of all referrals. Accurately documenting this aspect of our work 
through the database enabled our department to make a case for availing of funds which 
became available as a result of implementation of the final sections of the Child Care Act 
(1991).
c) Preparing department statistics for the annual service plan used to take about 40 hours 
of clinical and admin, time, but now takes just 4 hours to produce far more detailed and
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sophisticated analyses.
Under current active consideration are proposals to add in a great deal of further 
information on each client referred and seen by our department. These might include 
outcome statistics, attendance pattern, more demographic information on the client and 
finer distinctions between, for example, problem as defined by client or referral agent as 
opposed to case formulations by the psychologist. Such developments would introduce 
more poignantly the issues of confidentiality, responsibility for accuracy of information, 
compliance with the Data Protection Act (1988) in spirit as well as to the letter, need-to- 
know issues and respect for the rights of the client.
51 RESEARCH STUDIES.
The two year clinical course was invaluable in providing me with the skills and supports 
for carrying out research studies and since qualifying I have been completing between one 
and three studies per year. The studies are very briefly listed below, followed by an 
overview analysis of their content, and then one particular study is cited in some detail to 
illustrate how theory and research can inform clinical practice.
LIST OF RESEARCH PROJECTS, SURVEYS 
AND DISCUSSION PAPERS.
All the projects outlined below were commissioned or supported by senior management 
in the North Western Health Board.
1. June 1988. "Community Contacts and Neighbours' Experience of Group 
Homes for People with a Mental Handicap". 80 pages.
Questionnaire Survey of 200 neighbours or potential neighbours of group homes. 
Completed as the research study in partial fulfilment of the M. Psych. Science (Clinical)
73
professional qualification. This study is included as part of the present portfolio.
2. May 1989. "Interim Review of Community Living in Sligo/Leitrim for People 
with a Mental Handicap." 10 pages. Co-authors Dr. Siobhan McCormack and 
Mary McNasser.
This paper represented an internal North Western Health Board review of the setting-up 
of seven community group homes within the first six months of this development. It 
involved examining the progress of some 30 people in terms of quality of life, social and 
family contacts, health and community involvement.
3. 6th Sept. 1989. "Sheltered Workshop and Day Care Needs for the Adult 
Mental Handicap Service." 30 pages.
27th Sept. 1989. "Assessment of the Workshop and Day Care Requirements of a 
designated Group of Trainees within the Sligo Rehabilitation Industries." 12 pages.
These two projects involved assessments of some 60 people who were in need of a day 
service. They were examined with a specific view to their sheltered workshop, training or 
day care needs, so that the appropriate service could be designed around these needs. A 
new unit, the Resource Centre was opened in 1990 to meet these needs and currently 
caters for 25 people in Sligo Town.
4. October 1989. "Service Needs of a Group of People with Mild Mental 
Handicap and Significant Social and Behavioural Problems." 16 pages.
This was a discussion document on the particular requirements of a group with very 
special needs as a result of severe psychiatric, social, personality and behavioural problems 
in addition to their intellectual disabilities. This study was based on a critical review of the 
literature and linkage of those general findings to the local service conditions and my own 
professional experience.
74
Sixteen representative cases were used as exemplars of the challenge to the services 
presented by people with dual diagnosis. Some of the recommendations made in this 
document have since been taken up, including the establishment of a high-support group 
home.
5. November 1989. "Report on Blank Sheltered Workshop and the Needs of the 
Clients funded by the North Western Health Board.” 6 pages. Co-author:-Gearoid 
Timoney, NRB.
This was a highly sensitive project to examine whether the sheltered day care/workshop 
needs of clients were being met in a certain workshop, because the Health Board had 
received a number of complaints from parents of clients attending this workshop. A 
stratified sample of twenty people and their parents were interviewed. Recommendations 
for improving the quality of care were made.
6. 27th April 1990. "Survey and Discussion Document on the Needs of Adults 
and Children with both a Mental Handicap and significant Behaviour Disturbance 
in the Sligo/Leitrim Community Care Area." 25 pages.
This was a major study examining more than 100 clients with a significant level of 
behaviour disturbance. A proposal for a Treatment Unit had been put before the North 
Western Health Board. They commissioned this study to examine whether there really a 
need or demand for such a treatment unit, and if not, what would be the alternative 
approaches. It emerged that treatment of the problems in situ would be far more 
appropriate to the clients’ needs rather than concentrating together in one treatment unit 
a number of people with quite disparate needs and service demands.
7. 4th February 1991. "The Group Homes Programme in the Mental Handicap 
Service. A Review of Referral Trends." 5 pages.
This was a brief review summarising the trend towards increased referrals to the Group
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Homes Programme of young adults with social problems.
8. 20th August 1991. Project completed on establishing whether there was a 
demand for a new Day Centre in South Leitrim: 5 pages of summarised statistics.
This project involved contacting families or carers of over 75 adult clients.
It was found that because this county was very sparsely populated, geographical distance 
and travel times mitigated against attendance at a day centre for a significant proportion 
of people. Alternative services such as carer support, home help, respite care and 
individual programmes should be considered.
9. 20th January 1992. ” An Analysis of Levels of Behaviour Disturbance and 
Social Competence among three Groups of People with Mental Handicap in the 
Care of the North Western Health Board.” 24 pages. Co-worker Mae Ferry, Ward 
Sister.
This piece of research was submitted as a project for the Institute of Public Administration 
(I.P. A.) Skills Development Course for First Line Managers.
Three groups of 20 subjects, balanced for age, sex level of disability and social 
competence were compared with each other for levels of disturbed behaviour. The first 
group were located in Disturbed Behaviour Units, the second group were in large 
residential centres, and the third group lived in community group homes.
We found that recent policy trends had resulted in a concentration of people with 
behaviour disturbance in the larger mental handicap centres.
10. 22nd February, 1992 ”A Survey of Children with an Intellectual Disability 
in Co. Leitrim” 20 Pages
This survey covered all of the children with a recognised learning disability in one county
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in the west of Ireland and was very comprehensive. It detailed age, prevalence rate, 
syndrome or disability type, residential and educational placements, degree of disability 
and future service requirements. This information formed the basis for a database which 
was developed by myself within the psychology department, which is outlined above in 
the Information Technology Development section.
11. 14th September, 1992 ’’The needs of People with a Severe Mental Handicap 
who are living at Home:-Parents* Requirements”
This project, a copy of which was forwarded to the Department of Health, looked at the 
individual needs of a representative group of families caring for a severely or profoundly 
disabled child. A semi-structured interview technique was used to elicit parents' real 
priorities, which did not necessarily correspond with traditional service provisions.
It was found that these families did not want more counselling, nor did they require more 
day service provision. Instead they showed highly individual and varied needs including 
transport or special taxi facility, “baby sitting” services, specialist equipment, immediate 
or drop-in respite care services and flexible financial allowances.
12. 30th August, 1993 ”A Statistical Profile of the People in the Residential Care 
of the N.W.H.B. Sligo/Leitrim Mental Handicap Services.” 43 Pages
This study represented the start of a computerised database on all the people in residential 
care within the Mental Handicap Services, and has since been expanded to cover all 
people known to the Psychology Department who have a learning disability. It covered 
basic demographic information as well as levels of disability, levels of behaviour 
disturbance, levels of social competence, history of care and sensory or other disabilities. 
The database which this report covered is outlined above in the Information Technology 
Development section.
The information on those people in the residential care of this health board area, which
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was collected on the basis of assessments carried out by myself, formed the core of the 
demographic data on the population under study in what became my main research study 
for the Surrey Doctorate Conversion Course, described in the research section of this 
portfolio- ‘Family Contacts of People with Learning Disability who are in Residential 
Care’.
13. November 1994 Supervision of Trainee Psychologist Catherine Morgan’s M. 
Psych. Science thesis on ’’Leisure Activities of People with Learning Difficulties” 
120 Pages
This study, in which I was closely involved, used the database information from the 
previous study no. 12 to compare the leisure activities of those in residential care with 
those who live at home. A further comparison was made between those receiving a day 
care service and those who had no such service. Four stratified groups of 15 subjects 
made up the total sample of 60. The amount, type and quality of leisure activities was 
examined in depth.
Ability level was found to be unrelated to hours of leisure activity, but more able people 
had more varied leisure activities. Older people (over 30 years) had significantly less 
leisure participation than younger people, and attendance at a day service significantly 
improved a person’s leisure opportunities. 72% of all leisure activities took place in the 
company and supervision of caregivers.
14. 15th February 1995 ’’Psychologists at work in the area of Mental Handicap. 
Attitudes, Work Practices, Roles, Terminology, and Key Issues.” 32 Pages. A joint 
survey study carried out by myself and Emmet Murray, Clinical Psychologist.
Our survey covered the following areas :-
Terminology used for describing learning disabilities, and disturbed behaviour. 
Assessment styles and approaches e.g. tests and scales used, other methods. Styles of 
report-writing :-what is included and what is excluded.
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Decision-making styles and practices, access by parents to key meetings, reviews and to 
reports, especially with regard to placement decisions.
Attitudes to service evaluations.
Attitudes to database registers held by services on clients.
The implications of this study for informing clinical practice are dealt with in the final 
section of this clinical dossier.
15. 15th June 1995. ’’Customer feedback survey for the psychology department” 
carried out by Michele Ni Dhuill and Marese Monaghan and supervised by myself.
The findings of this study were presented at a "Quality Initiative" Health Board meeting 
seminar later in the year.
16. 20th June 1997. “Family contacts of people with learning disability who are 
in residential care.” 100 pages. This research thesis was in part fulfilment for the 
Clinical Doctorate Conversion Course (University of Surrey). This study is presented 
below in the research section of this portfolio.
THEMES COVERED IN THE RESEARCH STUDIES.
Applied psychological studies are probably at their strongest when they are specific, 
relevant to services and focused on particular questions. In my own work I have tried to 
relate theory to practice by carrying out research studies which are directed typically at 
our own local services but which reflect theoretical issues at the macro level.
Community Care: Residential Services for people with learning disability. 
Community contacts and family contacts.
Research Study no. (1), on community contacts and neighbours' experience of group 
homes for people with mental handicap, indicated that the potential fears felt by 
neighbours at the prospect of a group home being established in their street were not
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realised in practice.
In two neighbourhoods where group homes had been established, a significant proportion 
of neighbours were unaware of the existence of the group home in their street, or that it 
was for mentally handicapped people. Residents and staff of the group homes appeared 
to have little interaction with their immediate neighbours. Only 14.5% of neighbours had 
any kind of regular contact with the mentally handicapped people in the group homes. 
Implications for community care policies were discussed. Being located in the community 
did not mean that group home residents were necessarily part of the community. Some 
neighbours within the community, particularly those who had a history of doing voluntary 
work or who themselves had a disabled relative, expressed a potential willingness to help 
out and get involved with the group home.
Project no. 16 (the main research study for this portfolio) examined family contacts of 
people in residential care and found a similar disappointingly low level of involvement. 
The development of the theme of what living in residential care means for community and 
family contacts is considered in more depth within that study.
Group homes. Progress review. Developing acceptance. Quality audit.
Projects nos. (2), (7), (9) and (12), which were carried out between 1989 and 1993, dealt 
with the impact of the trend for people with learning disabilities who were in larger 
residential units moving out into group homes in the community. Broad findings from our 
local area were that, despite initial extreme resistance from the public, parents and political 
representatives to the community care policy, within two to five years there was broad 
acceptance and appreciation of the group homes. For those who were able to cope with 
community living, quality of life did seem to improve, but probably more as a result of 
smaller unit size than location within the community per se.
Community Day Centres. Small, local, homely and personalised services are best.
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Studies nos. (3), (5), (8) and (11) covered the development of community day care 
facilities for people with disabilities, which occurred in the N.W. of Ireland about 10 years 
later than in most parts of the U.K., and hence the Irish services were able to take 
advantage of previous experiences. The findings documented in my own studies were that 
families preferred small-scale and local facilities for their disabled family member. They 
valued quality of care, varied programmes and "homeliness", and they did not appreciate 
or want conditions similar to real factories or workplaces, despite the principle of 
normalisation.
Families caring for people with very severe disabilities had quite different and more 
individualised service needs. They certainly did not want or appreciate more counselling, 
and in contrast they did want practical supports such as a specialist "baby-sitting" facility 
in order to get out, mobility allowances or grants, and respite care. These findings can 
prevent a Health Board wasting scarce resources on services which are not wanted. The 
studies represent examples of applied science informing practice.
The needs of people with behavioural problems, social problems and mental health 
problems.
Studies (4), (6), (7) and (9) focused on the service difficulties and responses to people 
with dual diagnosis i.e. both learning disability and challenging behaviour. From these 
studies it was concluded that it would not be a good idea to develop a large specialist 
treatment unit for people with challenging behaviour. Treatment units inevitably develop 
into residential units and it is bad policy to concentrate together in one location people 
with disparate but significant behaviour problems. However, small scale specific responses 
were appropriate to the needs of people with challenging behaviour, and a high support 
group home was developed in 1990 to cater for people who might not otherwise be able 
to live in the community.
In three of these studies the referral and placement trends over a five year period were 
closely documented. It was found that a concentration of the more behaviourally disturbed
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people within the larger residential centre resulted from the move into group homes as a 
result of a community care policy. Furthermore, there was a tendency for specific learning 
disability group home placements to be taken up by people who had quite other needs, 
such as victims of abuse, people with social problems, people who offend and people with 
specific mental health problems. Documenting any such trends can prove to be the best 
way to advise policy and inform alternative decisions.
The next study, which is presented in some greater detail, represented an example of how 
the writer attempted to relate a small research project to personal and departmental 
practices.
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A STUDY INDICATING THE INTERACTION BETWEEN RESEARCH AND 
PRACTICE, undertaken by the writer and Emmet Murray in 1995.
SURVEY OF THE TERMINOLOGY USED, ASSESSMENT 
STYLES AND THE CURRENT WORKING PRACTICES OF 
PSYCHOLOGISTS WORKING WITH LEARNING DISABILITY.
BACKGROUND AND INTRODUCTION.
The survey, the results of which are outlined below, was initiated because a number of key 
issues had arisen in the area of working practices of psychologists in the learning disability 
services.
Terminology. At the basic level of terminology, psychologists in our department had 
expressed confusion about the appropriateness of different terms for learning disability 
which were currently in use, and even whether it was appropriate to use any term which 
might label a person. Different category terms for mild moderate and severe degrees of 
disability were in use by psychologists who were unsure whether to use the Dept, of 
Health recommended terms, the World Health Organisation (WHO) system, the UK 
current terms or some other terminology. In similar vein psychologists were unsure 
whether to use the term ‘behaviour disturbance’ or ‘challenging behaviour’. It is of note 
that for three years prior to this study a working group of the Psychology Society of 
Ireland had been trying to establish agreed recommended terminology for learning 
disability, but was having difficulty in achieving consensus.
The Department of Education used the terms “mild, moderate and severe mental 
handicap”, and was making no moves to change. The term “learning difficulty” was
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gaining increased currency in S. Ireland because of the prevalence of its use in the UK. 
The Irish Department of Health recommended the term “intellectual disability” but 
preliminary impressions before the survey were that psychologists baulked at using the 
word “intellectual”.
Professional practices. A second area of confusion was in the professional relationship 
of the psychologist towards the person with learning disability and their parents. 
Background ideologies and assumptions have changed considerably in the last two 
decades, and professionals can be unsure whether to relate to the person with learning 
disability as a child, or as a patient, or as a client, or as a consumer/customer or as an 
equal partner. Depending on that primary relationship, even more confusion can be 
experienced in how to define the professional relationship with the parents or guardians 
of the person with learning disability. This confusion can be expressed in divergent 
working practices among psychologists:- some always give psychological reports to the 
family, others rarely do so:- some always invite parents to case conferences, others rarely 
do so:- some use traditional IQ assessment and feedback practices, others use different 
approaches.
Parents’ pressure groups. During 1995 an agreement was hammered out between the 
N.W.Health Board and the parents' umbrella organisation called Parents' Action Group, 
whereby a Key Stage Review system would be implemented. The main features of this 
development were that at key stages of a child's life, such as starting or finishing school, 
there would be a formal meeting of the health professionals involved with the child and 
the child's parents. Review reports were to be available at or before the meeting to 
facilitate the fullest involvement of parents in any placement decision. This system began 
in January 1996 with the compliance of most health professionals. It was felt important 
to determine what were the practices of psychologists before implementation of the new 
key stage procedures and how they felt about issues such as parents’ access to reports, 
attendance at case conferences and the respective roles of parents, psychologists and other 
professionals in decision-making about appropriate placements and services.
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Freedom of information. Another background issue which influenced the initiation of 
the survey outlined below was the future implications which would follow from 
implementation of the Freedom of Information Act (1997) which will come into force in 
1998 for Health Boards, and which will accord more rights of access to information than 
corresponding legislation in the UK or the U.S.A. It was felt important to examine what 
the current procedures were for psychologists working in learning disability specialisation 
with regard to giving parents or clients psychological reports, details of IQ scores and 
other such test results, minutes to case conferences and access to the files themselves.
General aim. A more general objective in carrying out this survey was to provide a 
picture of the current pattern and styles of psychologists’ work within the area of learning 
disability. Within the last fifteen years there have been enormous changes in the area of 
learning disability, with general philosophies influencing policies, and policies in their turn 
influencing working practices. Psychology as a profession has been at the forefront of 
many of these developments, and arguably has been the quickest to change and adapt to 
new policies and practices. Impressions were that new developments have occurred in a 
patchy, uneven fashion, and that there is often not a "standard practice" in any particular 
work area.
Key questions. The key questions were, how closely did psychologists’ working practices 
in learning disability conform to a common standard? Was there even any conformity on 
the basic terminology for learning disability? What general methods did psychologists 
employ in their assessments of people with learning disability, and how much concordance 
was there in the perceived appropriateness of different styles of assessment?
Because we assumed that there was a trend towards greater rights of access by service 
users to information and the decision making process, we wanted to find out what current 
practices were in this regard. Were there any differences between recommended practice 
policies and actual practice?
The approach in this study was to ask, through interview schedule, a representative group
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of working psychologists about the terms they use, their working practices and assessment 
styles within the area of learning disability.
BRIEF OUTLINE OF METHOD AND PROCEDURE.
Our target group consisted of psychologists who worked for a significant proportion of 
their time in the area of mental handicap. In fact, over half of our sample worked full-time 
in the area of mental handicap. Selection was on the basis of a stratified sampling from the 
known broad distribution of characteristics of psychologists working in S. Ireland, and 
psychologists were recruited into the study by initial phone contact followed by 
arrangement to meet for interview. Two nominated contacts dropped out for reasons of 
inconvenience.
The sample size was 30 psychologists, and strong efforts were made to achieve a good 
representational balance. The age range was from early twenties to late fifties, and there 
were 16 females and 14 males. Of our sample, 53% worked within a Health Board setting, 
40% worked within a Voluntary Body setting, and 7% worked in some other setting. 
Experience in the area of mental handicap ranged from about 1 year to 35 years, but a 
majority had 5 to 15 years experience. As there are an estimated 180 psychologists in S. 
Ireland who work for a significant proportion of their time in the area of learning 
disability, our sample represents an approximate 1 in 6 of the total.
Since this study is presented briefly here, principally to illustrate the interaction between 
research and clinical practice, the study itself is not reported on in any great detail.
Each psychologist respondent was given an interview schedule lasting from 50 minutes 
to 90 minutes, and divided into themes such as terminology used for mental handicap, 
approach and style of assessment, report-writing, and case conferencing practices. The 
format within each theme was a combination of open questions for free responses, 
followed by a number of closed questionnaire-style questions. The open questions 
typically began with the words, “Can I ask for your thoughts and opinions about ”,
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(giving psychology reports to parents?), (quoting levels of disability?), (clients being listed 
on a mental handicap database register?). A copy of the interview schedule is on page 112 
in the Appendices.
The interviews were carried out by myself and Emmet Murray, co-author of this study. 
The broad nature of the study was explained to the participating psychologists. Detailed 
handwritten notation was taken by one or other of the authors of all verbal responses of 
a subject, as well as notes about shrugs or laughs, for the open-ended free response 
questions. At data analysis stage, where responses required categorisation, the authors 
carried this out separately and then compared the results to provide an inter-rater 
reliability measure.
BRIEF SUMMARY OF RESULTS.
TERMS USED FOR LEARNING DISABILITY.
The main finding in this study as a whole was that there is a great range and variety of 
work practices, approaches and attitudes among psychologists working in the area of 
mental handicap. There was also considerable range and variety in the basic terms 
psychologists use to talk about learning disabilities.
Psychologists were asked specifically to say what was their most preferred term to 
describe people with a mental handicap. Knowing that most psychologists use more than 
one term, we also asked for the 'second preference' terms which psychologists used.
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Table 1. Showing 1st and 2nd preference terms used by psychologists for mental 
handicap/learning disability.
First preference Second preference
Learning difficulty. 53% 13%
Learning disability. 13% 27%
Mental handicap. 30% 33%
Intellectual disability or 
difficulty.
0% 17%
Other e.g. special needs. 4% 10%
The preferred term for the majority of psychologists (53%) was learning difficulty. A 
further 13% had learning disability as their first preference term. Many psychologists 
used the terms 'learning difficulty' and 'learning disability' quite interchangeably, and if 
these two terms are added together, a clear majority of 67% now prefer to use the 
terms ’learning difficulty’ or ’learning disability’, but a sizeable minority (30%) use 
the term mental handicap as their first preference term and the remainder (4%) used 
some other terminology.
The results of the less structured and more open-ended section of the interview schedule 
with psychologists indicated the following main findings:-
A majority were careful to use phrases indicating that the disability was something 
secondary to the individual, e.g. People with learning difficulties', or 'John is a 30 year old 
man who has a severe learning disability .' Conversely though, phrases including the 
words person or persons seem to be going out of style and use, with less than a third of 
our sample ever using this particular form.
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A majority of psychologists (83%) were uncomfortable with the term profound insofar 
as they never mentioned this particular category term in their responses about terminology 
(inter-rater reliability - 93%). But one or two spontaneously and stoutly defended the term 
profound as being a particularly important distinction for planning within large services.
A number of respondents mentioned spontaneously that they would avoid any disability 
label for young children, preferring a term such as developmental delay.
Incidentally, not one single respondent ever used the term challenged, as in 'intellectually 
challenged1 in the context of terminology for learning difficulties.
Respondents were asked specifically whether they tended to use different terminology 
according to who they were communicating with, and whether it was by spoken word or 
by written report. Two thirds of respondents claimed that they used the same language 
and terminology no matter who they were speaking with, whereas the other third admitted 
they would tend to use more abbreviated and category terms when speaking with other 
professionals.
When writing reports, a majority of respondents said they might use different terms to 
those they would use when speaking. The most frequently cited reason given was that the 
Department of Education (and to a lesser extent other service or unit heads) might require 
a traditional category label such as 'mild mental handicap' for placement purposes.
A majority of our sample seemed to be still quite comfortable with using some 
categorising or labelling system for distinguishing different levels of learning disability 
whereas a sizeable minority of 37% expressed a desire to move away from categorisation 
(inter-rater reliability - 89%).
Many psychologists (57% - inter-rater reliability 91%) expressed something in their 
interview answers which indicated they were moving towards a needs-based description
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in their assessments and reports. Within this grouping we included two or three who 
focused more on the client's lifestyle and quality needs.
TERMINOLOGY FOR BEHAVIOUR DISTURBANCE
In this section we examined psychologists' preferred terminology for behaviour 
disturbance, again asking for first and second preferences.
Table 2 below lists the first and second preference terms for behaviour disturbance, using 
the same interview procedure as for terminology for learning disability.
Table 2. Showing psychologists 1st and 2nd preference terms used to describe 
disturbed behaviour.
1st preference. 2nd preference.
Challenging behaviour. 50% 20%
Natural language descriptions. 27% 20%
Behaviour disturbance or disturbed beh. 13% 27%
Other terms or specific diagnosis. 10% 33%
As can be seen from the table above, the term challenging behaviour is clearly the most 
preferred term among our sample, but as for learning disability terms, there is a significant 
and probably growing number who want to avoid any labelling terms, and so choose to 
use natural language descriptions.
This trend was reflected in the qualifications, comments and reservations psychologists 
made during the open-ended interview section, and which we recorded. Of our total 
sample, 17% disapproved of the word 'challenging', 10% mentioned their dislike of any 
labelling terms, and 7% disapproved of behavioural-style language.
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ASSESSMENT STYLES AND APPROACHES.
The main finding concerning assessment styles was that psychologists use a great variety 
of approaches to assessment, use of tests and style of reporting. Even if two psychologists 
were using the same tests and assessing similar client groups, the resulting assessment 
reports could be very markedly different in style, focus and content. We tried to focus 
here on some of the more easily measured aspects of assessment, such as tests used, 
length of report, and whether mental ages or levels of handicap were reported, but this 
research approach cannot do proper justice to expressing the range and subtlety of 
changing styles of psychological assessment in the area of learning difficulties.
TESTS USED.
The detailed results of the most frequently used tests used by psychologists in the area of 
learning disability can be found in the Appendices (page 117). The old and new versions 
of the Wechsler Adult and Child Intellectual Scales, and the old and new versions of the 
Stanford-Binet Scales, and the Griffiths Scales, together accounted for 69% of the most 
frequently used tests for psychometric assessment. The other 31% of most frequently used 
tests was taken up by the Bayley Scales, the Psyche Cattell, the New Vineland Test, the 
Merrill Palmer Scales, the British Ability Scales the Leiter Test and others.
For assessment of social competence, we found that 30% of respondents used no formal 
test or scale at all. Instead this 30% relied on informal methods such as a sample of 
questions to parents or care staff, or observation during testing.
The other 70% who used more formal measurement of social competence indicated that 
Vineland Social Competence Scales (old or new versions) together with the Adaptive 
Behaviour Scales (American Association on Mental Deficiency) were the two most 
frequntly used social competence scales. The details of scales of social competence 
frequently used by psychologists are on page 118 in the Appendices.
Despite expressing misgivings and reservations about assessments of intellectual ability
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and social competence, no psychologists in our sample said that they never carried out 
such assessments. But a number emphasised that they used other assessment approaches, 
and these are listed below in order of frequency of mention, in a free response answer to 
the question “Do you use other methods with significant frequency?” (other than 
assessments of IQ and social competence).
Table 3. Showing categories of assessment approaches (other than IQ and Social 
Competence measures) used with significant frequency by psychologists.
OBSERVATION (e.g. of play, or at home) 41%
BEHAVIOURAL (e.g. functional analysis) 20%
ENQUIRY (e.g. with school, care staff or parents) 20%
OTHER (e.g. by drawings, Gentle Teaching) 14%
LIFESTYLE (quality of life assessment) 5%
(Inter-rater reliability 83%)
For general assessments, not including ongoing support and counselling, psychologists 
were asked how many appointments they would usually and typically give to each client.
The mean number of appointments for an assessment was 2.6 appointments.
The range was from 1 to 5 appointments (as usual practice) and the mode was 3.
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REPORT-WRITING.
Having established the main approaches to assessment, and some of the tools and 
techniques which are used in the process, we were also interested in the practices in 
writing up the psychological reports produced on the basis of these assessments. We 
asked how long they were, whether IQ figures, Mental Ages or levels of handicap were 
quoted, and how much background information was provided.
Based on respondents own estimates of their typical and usual reports, the mean length 
of a psychological assessment report about someone with learning difficulties was 
2.2 sides of A4 paper. The range of usual report length was from 1.5 to 3.5 sides, bearing 
in mind that a psychologist might still produce a much longer report in unusual 
circumstances e.g. for court.
The mode was 2 sides of A4 paper.
The mean number of headings or sections within a report was 3.9 sections. The range 
was from 2 to 7 sections and the mode was 3 sections.
For background history and introductory information in reports, 37% of respondents said 
they included a good deal of background information, 60% said they included some 
background information, and the only psychologist who said he included no background 
information explained that a social work report always accompanied his own report in his 
service.
Only two psychologists in our sample quoted I.Q.s in their reports with any frequency, 
giving a freedom of information rationale for so doing. There were nearly a third who 
would typically tend to quote a Mental Age or Developmental Index in their reports, 
whilst over two thirds would not quote Mental Ages in their reports.
A solid majority of 87% of psychologists usually do quote a level of disability in 
their reports. A minority would not quote levels of disability any more in their reports.
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Reports have become longer. An examination of 30 psychological reports on people with 
learning difficulties from 7 to 12 years ago in the N.W. of Ireland Health Board region 
revealed that the average length of report used to be 1.3 sides of A4. Now, the 
average length is 2.2 sides of A4.
A final open-ended question within this section was to ask what direction respondents 
were moving in and could they predict what assessment style or approach they might be 
using in five years time. The results to free response answers to this question indicated 
that 17% did not know in which direction their assessment practices were heading, or they 
thought it would be the same as at present. But 23% gave a response indicating they were 
moving towards a needs-based style of assessment and report. A further 40% of 
respondents gave a response along the lines of assessing/considering the client in the 
context of the family or society or specific environment, and/or focusing on lifestyle and 
quality of life. Another 20% gave a response which we can only classify as "Other", e.g. 
greater awareness of litigation, becoming more concise, aspiring to improve. (Inter-rater 
reliability - 87%).
TRENDS.
Some trends emerged quite clearly from our data. Increasing numbers of psychologists are 
uncomfortable with stated measurement and categorisation of their clients' (dis)abilities. 
At the same time, some form of assessment of clients' social competence has become fairly 
prevalent. A majority of psychologists themselves were saying that they were moving 
towards an approach which considered the client in terms of their needs within a specific 
environment or context. General impressions were that reports are tending to become 
longer, more descriptive and less categorical in both senses.
Despite this the information on current practice indicates that psychologists are not yet
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rejecting traditional approaches which measure a person’s abilities, though it is possible 
these methods are being broadened and adapted to current perceived needs.
ACCESS TO REPORTS.
In this section the aim was to find out what our psychologist-respondents' practices and 
attitudes were on the question of clients' access, or more typically, parents' access to 
psychology reports, assessment results, files and case conference minutes. On the first 
item, psychology reports, Table 4 below shows the percentages of different frequencies 
of access.
Table 4. Percentages of psychologists who provide parents with reports, at the 
frequency level stated.
Psychologists who routinely or nearly 
always give access to report.
30 %
Psychologists who frequently give 
access to psychology report
30 %
Psychologists who rarely give 
access to psychology report
13 %
Psychologists who never 
give access to psychology report
27%
(Inter-rater reliability - (97%)
This issue seems to split psychologists between the 60% who frequently or routinely give 
psychological reports to parents, as against 40% who rarely or never do so.
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There were 44 free response comments about access to psychological reports, of which 
23% concerned how increased access would affect the way they would be written, 20% 
mentioned the need for departmental or service consensus before greater access could be 
given:- a further 18% mentioned access as a right or entitlement of the client or parent, 
and 9% mentioned strong reservations about report access in the cases of abuse or 
neglect. The remaining comments were 'other' amounting to 30%, and including the 
following, "Future access is scary", "Everyone is in favour of open access", "There's a 
need to be flexible". (Inter-rater reliability for the above - 83%)
When asked about trends, 87% of respondents indicated that they were moving towards 
a greater degree of access to psychological reports, whereas 13% did not feel that they 
were (inter-rater reliability - 93%).
Assessment results. Assessment results were taken to mean broad disability category 
and explanation of its significance: hardly any psychologists made available the actual test 
score results in any form.
All psychologists said they gave parents verbal feedback on assessment results to the 
parents, and just under half said they also gave written feedback in that parents were 
usually given a copy of the psychological report.
Access to psychology file. Only one psychologist said she would willingly make 
available a child’s psychology file to parents, but 40% said they would do this by special 
request. At the time the survey was carried out, the Freedom of Information Act 1997 was 
still two years away, so people were unaware that they might be obliged to provide access 
on request.
Minutes to case conferences/reviews.
Here again professional practice and service policy seemed to be split on whether to 
provide parents and clients with minutes to case conferences and reviews. Just under half 
said that they rarely or never provided case conference minutes, and just over half said
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they frequently or routinely provided case conference minutes. Three points mentioned 
in the free responses to this question were:-
1) that it might depend on whether the parents or client attended the case conference.
2) that any decision about provision of minutes was rarely within the remit of the 
psychologist alone.
3) that in cases of abuse or neglect there might be legal issues about written minutes going 
to the subjects of an enquiry.
Attendance at case conferences/ reviews/ placement meetings.
On this issue we were aware that there can easily be a discrepancy between a 
psychologist's opinion on the matter and the actual reality in their service, so we asked 
two questions
1) What did the psychologist believe should happen with regard to client/parent 
attendance at case conferences? and,
2) What was the actual current practice in their service? The responses are summarised 
in Table 5 below.
Table 5. Discrepancy between who should attend and who actually does attend.
% response to the question “Should 
clients/parents attend case 
conferences?”
% response to the question 
“Do parents/clients actually 
attend case conferences?”
Attendance SHOULD BE routine 77% 
Attendance SHOULD BE frequently 20% 
Attendance SHOULD BE seldom 3%
ACTUALLY IS routine 30% 
ACTUALLY IS frequently 17% 
ACTUALLY IS seldom 53%
(Inter-rater reliability - 93% and 100%)
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Clearly, there was a discrepancy between what psychologists would like to have seen 
happening, and what was actually happening currently in their services.
One third of respondents mentioned at some point in their free responses that the 
professionals had rights to have their own meetings, or needed time and space to discuss 
a case. At the same time, three quarters of respondents had said that parent/client 
attendance at meetings should happen routinely.
We went on to ask about the process of decision-making especially with regard to the 
placement of a child or adult client. Again we made a distinction between how 
psychologists thought such decisions should be made, and how they felt such decisions 
were actually made. The table below shows psychologists' perceptions on this.
Table 6a. Showing respondents opinion about who should be the main 
decision-maker(s) ?
Professionals' team and parents and client
through discussion. 53%
Professionals’ team should have the main say. 13%
Parents or clients should have the main say. 34%
(Inter-rater reliability - 93%)
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Table 6b. Showing respondents’ opinion about who actually seemed to be the main 
decision-maker(s) ?
Professionals' team actually had the main say. 42%
Professionals' team and parents/clients actually
had main say. 29%
Professionals' team and service directors
or school board. 29%
(Inter-rater reliability - 97%)
As for attendance at case conferences, there is a discrepancy between psychologists’ 
opinions about how placements decisions really should be made and how they perceive 
decisions are actually made. For both work practices the difference is in the direction of 
parents and clients having less involvement in these processes than they should have, in 
psychologists’ opinion. It is speculated that psychologists may feel constrained by the 
agencies within which they work, or by systems which accord more power to 
professionals than should be the case. But it is also possible that psychologists themselves 
bear an equal responsibility for this discrepancy between what should be and what actually 
is perceived to be the decision making process.
Respondents were asked to predict how their working practice would be in five years time 
with regard to parent/client involvement.
Overall 63% of psychologists anticipated that in five years time there would be 
greater involvement of parents and clients in the case conference and decision­
making process. (Inter-rater reliability 93%)
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If this is a reliable finding and prediction, it might indicate that psychologists are on the 
right track in believing there should be more consumer involvement than is actually the 
case.
Some representative quotes of respondents on these issues are listed below.
"The psychologists' role is not to decide, but to give clear information."
"The psychologists' role is not to make decisions, but to present choices and support 
parents' choices."
"The psychologist's role is as a facilitator."
"The psychologist's role is like a consultant."
"Our role will depend on fitting in with increased parent/client power."
DATABASE REGISTERS.
In answer to the question “What is your opinion about clients being listed on a mental 
handicap database register?” the psychologists could be categorised into three broad 
groups on the basis of their responses:- 1) Broadly positive towards database registers- 
27%, 2) Mildly positive towards database registers, but holding one or more major 
reservation- 60%, and 3) Negative, being against the holding of learning disability 
database registers- 13%.
This issue elicited a total of 64 comments which we have summarised below, having split 
them first into either broadly positive or broadly negative comments.
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Table 7. Disadvantages or Reservations about Databases
Concerns about client CONFIDENTIALITY 35 %
The aspect of client or parental CHOICE about being on a database 1 4 %
Concern over ILLEGITIMATE USE of database information 11 %
Concern over CRITERIA OF INCLUSION in a database 
especially re those with only mild learning difficulties
11 %
BIG BROTHER is watching you concerns 5 %
OTHER CONCERNS e.g. monitoring it, a form of labelling 22 %
(Inter-rater reliability 83%)
Table 8. Advantages or benefits of a database
SERVICE NEEDS and even rights e.g. to be able to PLAN 63 %
Indirect BENEFITS TO THE CLIENT 15 %
OTHER ADVANTAGES e.g. research, budgeting 22 %
(Inter-rater reliability 90%)
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SERVICE EVALUATION.
In answer to the question, “What is your opinion about service evaluation in the mental 
handicap service? In particular, what do you think about evaluating the input of 
psychologists in this area?” all the psychologists but one were broadly positive about 
evaluation. Half were strongly positive and half were mildly positive, holding one or more 
major reservation about evaluation. Some reservations are quoted below.
“Mental handicap is too emotive an area for evaluation.”
“Management can abuse it.” (evaluation)
“You tend to get output getting measured instead of quality.”
“People with learning disability don’t get better so how can you measure outcomes?”
GENERAL CONCLUSIONS AND TRENDS.
One general conclusion can be made at the start, from taking all the findings together, and 
it is that there is a very great range and variability in terminology, work practices, 
attitudes and philosophies. It is felt that this will make the psychology profession better 
able to respond to changing times and changing needs and demands from the service 
users.
A significant percentage of psychologists are moving towards a more needs-based 
approach to assessment and intervention, with a greater focus on strengths and lifestyle, 
and many psychologists are moving away from the traditional diagnostic and categorical 
approach. Psychology assessments and reports have become longer and may be becoming 
more descriptive and less categorical. There may be increasing ambivalence about use of 
IQ figures and Mental Ages, but there are no signs of rejection of the assessment process 
itself. It is speculated that there is more diversity of approaches and no single prevailing
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model of learning disability.
Psychologists may be moving faster than their employing agencies in the direction of 
providing clients with more access to reports, information, meetings and the whole 
decision-making process, but there remains a good deal of ambivalence and reservations 
about this trend.
There is also acceptance with reservations about some of the service trends of the last 
decade, including service evaluations and the use of computer databases.
HOW THE RESEARCH INFLUENCED CLINICAL PRACTICE.
The findings of this study were presented over two sessions at the monthly staff meetings 
of the Psychology Department where I work, and this stimulated discussion and thoughts 
on the issues covered. The study was also presented over a full morning at a one-day 
workshop attended by about forty psychologists at a conference arranged by the 
Psychological Society of Ireland Mental Handicap Group, and it was received with great 
interest there. A written summary of the main findings was circulated to all thirty 
participants in the study, and a further forty or so copies went to other interested parties 
on request. The way this study influenced working practices is necessarily impressionistic, 
but some of the developments that occurred are outlined below.
Terminology for mental handicap and challenging behaviour.
Within our own psychology department most psychologists had already been moving 
away from the term "mental handicap" towards the terms "learning disability" or "learning 
difficulty", and our research findings seemed to speed up this process. Paradoxically, at 
the same time it seemed to influence our staff into feeling confident about using a wider 
variety of terms, including natural language descriptions, because the survey had indicated 
that there was no "gold standard" for mental handicap terminology.
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When we presented our findings to the Psychological Society of Ireland (P.S.I.) Mental 
Handicap Interest Group there were representatives of the P.S.I. sub-committee for 
developing agreed recommended terminology in mental handicap. Our findings made their 
job harder, because we had found wide diversity of terms used and a reluctance among 
psychologists to be restricted by guidelines in this area.
Six months later, this sub-committee decided that they would abandon the attempt to 
develop recommended terminology because it was acknowledged that any terms might 
become quickly out-dated in a period of rapid change.
It is harder to assess how the findings on assessment styles and approach influenced 
psychological practice. For myself, the results revealed that the very diversity of practices 
made it more acceptable for me to try out new and different approaches. In particular, I 
became interested in an approach focusing on lifestyle and quality of life in my work with 
adults with learning disability. It also made me question why some practices are kept up 
routinely when there may be little purpose. For example, in my department there was a 
system of yearly review assessments of older children with significant learning difficulties, 
often for no clear reasons, and adopting a system of less frequent but more purposeful 
reviews has led to an improvement in service.
Upon feedback of these results within my own psychology department, the most frequent 
feeling expressed was one of some reassurance that practices in our own department were 
reasonably representative of practices in the rest of the country. There had been a 
perception that practices within the specialist learning disability agencies were more 
progressive than practices in generic Health Board settings, because the specialist agencies 
dealt full time with learning disability, carried out more research and seemed to have better 
facilities. In fact the present study indicated there were very few differences between 
generic and specialist services in their psychologists’ work practices.
For myself the findings validated my own preference for direct and clearly understood 
terms such as "disability" and "behaviour disturbance", but also heightened my awareness
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that a majority of professionals now prefer the gentler, more sensitive terms such as 
"learning difficulty" and "challenging behaviour". I now use a greater variety of terms than 
before.
Partnership with parents of children with learning disability.
Within our three-county health board area there had been increasing pressure from 
parents' groups such as Down Syndrome Association for greater involvement in the 
assessment and decision-making process for provision of specialist services for children. 
Specifically, parents wanted copies of psychological reports and they wanted to be present 
at any important case conferences or placement meetings concerning their children. As 
outlined in the Introduction, a Key Stage Review system was developed in which parents 
attended a case conference on their child at a key stage such as start or end of schooling, 
and a full psychological report was prepared for such a conference and given to parents.
At the start psychologists in our department were ambivalent and apprehensive about 
complying with a Key Stage Review system because there had been no tradition of giving 
psychology reports to parents and no tradition of parents attending case conferences, even 
though most psychologists were in favour of such practices in principle.
Our survey indicated that practices according greater rights to parents were operating in 
other parts of the country with no obvious ill effects, and this made the acceptance of such 
practices easier within our own department.
The research findings also indicated, to myself at least, that the psychologist's role in 
decision-making for placements ought to be more circumscribed. It is still usually 
necessary to have a psychology report recommendation before a person with learning 
disability may be placed within special education or a special day/training placement. But 
psychologists tend to believe in greater client/parent rights in both the assessment process 
and the decision making.
These findings have influenced myself towards taking a role in which I provide more
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general advice, more supportive partnership and less powerful recommendations.
Service Evaluation and Database Development.
In our own department service evaluation and database development have gone hand in 
hand. The databases have provided us with the means for a more efficient and clear 
analysis of our work, and this in turn has facilitated service evaluation projects such as a 
customer feedback survey which two psychologists in our department undertook in 1995, 
and which I supervised (see page 79).
The present research findings indicated that, despite reservations, psychologists around 
the country were broadly in favour of such developments. These general findings helped 
to overcome potential resistance or inertia in our own department and facilitated a feeling 
that we were "on the right track". Knowledge about the real concerns and reservations 
psychologists had about database registers and service evaluation has enabled these issues 
to be raised at my own psychology department meetings, where they have been debated 
openly. There are not always definitive answers to every concern expressed, but open 
knowledge and debate of the issues helps to put into perspective some of the exaggerated 
fears.
Diversity of Practices and Attitudes.
Finally, the survey in its entirety indicated that there was a wide diversity of clinical 
practice and attitudes among psychologists in the area of learning disabilities. But it was 
not the case that "Anything goes". There were clear and strong ethical principles 
underlying this apparent diversity. The main observable principle was respect for the 
person with disability, even though this might lead to varied styles of expressing that 
respect. It is suggested that psychologists may be trying to reach a balance between direct 
openness about all information and sensitivity towards the needs and feelings of their 
clients. This tension is reflected in use of terms which range from clinical diagnostic 
category terms, through more sensitive terms, to a rejection of the use of any terms at all
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which might label a person.
We believe the general diversity found in this study is good and healthy, and will make the 
psychology profession better able to respond to changing times and changing needs and 
demands from our customers.
These findings have influenced me to continue questioning my own practice, and to 
examine the implicit philosophy underlying any particular working model.
In the next section is an outline of most of the courses, workshops, training events and 
conferences which I attended during the nine year period between my Clinical Masters 
degree and the present Doctorate of Psychology degree.
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COURSES, WORKSHOPS, TRAINING AND DEVELOPMENT. 
YEAR VENUE COURSE TITLE
1988 UCD
10 Oct Dublin
1988 Portlaoise
11 Nov
Completed M. Psych. Science (Clinical) professional qualification, and 
returned to my Clinical Psychologist post in NW Health Board, Sligo.
Psychological Society of Ireland Annual Conference. I attend the annual 
conference every year to keep up with developments and meet with friends 
and colleagues from around the country. 3 day conference.
1989 St. Patrick's Workshop on Child Sexual Abuse for psychologists and social workers.
22 MayDublin Procedures, guidelines, therapy issues and good practices. 5 days.
1989 Dublin 
25 Jul
1989 Athlone 
11 Nov
1990 Sligo 
8 Feb
1990 Sligo 
23 Feb 
1990 Sligo 
9 Mar
1990 Dublin 
27 Mar
1990 Sligo 
30 Mar 
1990 Sligo 
20 Apr 
4 May 
18 May 
1 Jun Sligo
1990 Dublin 
6 Jul
1990 Kilkenny 
9 Nov
The Sexual Abuse of People with Learning Disabilities. 1 day workshop.
Psychological Society of Ireland Annual Conference. 2 days.
In service Workshop and Training Course conducted by Tony Humphries 
covering, Family Therapy, Depression, Stress Management, Relaxation 
Techniques, and "The Clinical Psychologist at Work". 1st day.
Tony Humphries Workshop. (See above) 2nd day.
Tony Humphries Workshop. 3rd day.
Workshop on Death and Bereavement. 2 days
Tony Humphries Workshop. 4th day.
Tony Humphries Workshop. 5th day.
Tony Humphries Workshop. 6th day.
Tony Humphries Workshop. 7th day.
Tony Humphries Workshop. 8th day.
Issues in the Care of People with Learning Difficulties. 1 day. 
Psychological Society of Ireland Annual Conference. 3 days.
1991 Dublin Training Course in use of The Griffiths Scales, and Assessments of Infants
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20 Feb NRB and Children with Special Disabilities. 3 days.
1991 Sligo 
31 May
1991 Sligo 
25 Sep
1991 Galway
8 Nov
1991 Letterkenny
19 Nov
1991 Letterkenny 
11 Dec
1992 Letterkenny 
03 Mar
1992 Derry 
27 Mar
1992 Donegal 
7 May
1992 Dublin 
14 May UCD
1992 Galway 
22 Sep UCG
1993 Donegal
20 Jan
1993 Sligo 
13 May
1993 Sligo 
11 Jun
1993 Sligo
9 Aug
1993 Limerick
Communication Skills with Parents, with special reference to the Hanen 
Programme. 1 day
Course on Use of Computerised Touch Talkers. Half day.
Psychological Society of Ireland Annual Conference. 3 days.
Institute for Public Administration (I.P.A.) Course for Skills Development 
for Higher Managers. First Module. 4 days.
Institute for Public Administration (I.P.A.) Course for Skills Development 
for Higher Managers. Second Module. 4 days.
Institute for Public Administration (I.P.A.) Course for Skills Development 
for Higher Managers. Third Module. 4 days.
Comparison of U.K. Social Services and Learning Disability Services with 
our Southern Ireland Equivalents. 1 day.
Family Law. 1 day.
Neuropsychology. Theory and Assessment Practice. 2 days 
Recognising Needs and Abilities with People who have a Mental Handicap. 
Child Care Act Conference.
Quality Care. Half day.
Quality Care. Half day.
Computer Training. Word Processing, Databases and Spreadsheets.
5 days.
Empowering People in Services for People with Intellectual Disability.
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13 Sep 3 days.
1993 Sligo 
25 Nov
1994 Dublin 
22 Apr
Research Workshop for Professionals currently engaged in Research within 
the North Western Health Board. (Organised by myself) lday.
Sex Matters. 1 day
1994 Dublin 
13 May UCD
1994 Sligo 
16 Sep
1994 Killamey 
25 Nov
Clinical Audits, Outcome and Output Studies and Service Quality. 1 day.
Service Issues and Contracting Out of Learning Disability Services. 1 day.
Psychological Society of Ireland Annual Conference. 3 days.
1995 Dublin The Philosophy of Learning Disability. 1 day.
15 Feb
1995 Monaghan The Integration of Information Systems, and Co-ordination of Service
17 Feb Delivery. Part 1. 1 day.
1995 Monaghan The Integration of Information Systems, and Co-ordination of Service
10 Mar Delivery. Part 2. 1 day.
1995 Sligo 
10 Apr
1995 Galway 
19 Apr
1995 Dublin 
24 May UCD
1995 Bundoran 
10 Nov
Costing the Halo. Issues of Care for Parents who have a Child with a 
Disability. Half day.
Easter Workshop on Learning Disabilities. Guest Speaker- Alan Repp on 
Challenging Behaviour.
Supervisors' Workshop. (Supervision of Clinical Psychologist Trainees) 
and Clinical Case Formulation.
Psychological Society of Ireland Annual Conference. 3 days.
1996 Donegal Supervisors' Workshop. (Supervision Issues in Child Care and Protection.
13 May 2 days.
1996 Donegal Outputs and Outcome Statistics for Health Professionals. 1 day.
26 Jun
1996 Donegal Quality of Service Workshop. 2 days.
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15 Oct
1996 Waterford Psychological Society of Ireland Annual Conference. 3 days.
8 Nov
1996 Dublin Seminar on Statistical Regression Techniques. 1 day.
15 Nov
1997 Sligo Workshop on Qualitative Research. 2 days.
15 May
1997 Derry International Conference on Personality Disorder. 2 days.
23 Sept
1997 Ennis Psychological Society of Ireland Annual Conference. 3 days.
14 Nov
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APPENDICES FOR CLINICAL DOSSIER.
THE STRUCTURED INTERVIEW AND 
QUESTIONNAIRE ITEMS USED IN THE SURVEY ON 
PSYCHOLOGISTS’ TERMINOLOGY AND WORK 
PRACTICES.
Question 1
Theme: Terminology 
Open Question:
Maximum 6 minutes
Probe:
Open Question: 
Open Question?
What terms for mental handicap do you habitually use? If you use more 
than one term, could you give both your first and second preference terms.
Do these terms differ if you are 
communicating with the following:
(a) Parents or the clients themselves
(b) Other Psychologists
(c) Nurses or teachers
(d) Written report form
(e) Other
Do you have any general comments to make about your use of terms for 
learning disability/mental handicap?
Do you feel you are moving/have moved in any 
particular direction in your use of terms?
Kev Code:
Person: with (a) : General
People: has (a) : Mild
Sean : is Significant
Mary : scored as :Moderate
Severe
:Profound
: Learning Difficulty 
: Learning Disability 
: Mental Handicap 
: Intellectual Disability
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Question 2 Maximum 4 minutes
Theme: Challenging Behaviour or Behaviour Disturbance
Closed Question:
Open Question: 
Open Question?
What terminology do you prefer to use in this area of disturbed or 
challenging behaviour? If you use more than one term, please give your 
first and second preference terms.
Do you have any general comments to make about your use of terms for 
challenging/disturbed behaviour?
Do you feel you are moving/have moved in any 
particular direction in your use of terms?
Key Code (1) Person with challenging behaviour
(2a) Person with disturbed behaviour 
(2a) Person with behaviour disturbance
(3) No term at all. Describe behaviour.
(4) Other
Question 3 Maximum 6 minutes
Theme: Style and Content of Assessment and Reports
Qpen Question: Could you tell me about your usual or
typical style of assessment and report in the context of intellectual 
disability/mental handicap?
Probe & Key: - Assessment
a) Do you use standard I.Q. tests (W.A.I.S-R, S-B)?
b) Do you usually examine level of social competence? If so, how?
c) Do you typically assess within a behaviourial framework
d) Do you typically examine for degree of behaviour disturbance or challenging behaviour?
e) Do you use other methods with significant frequency e.g. assessment by observation or 
through play or by work skills
Number of appointments or sessions for assessment purposes?
Parents usually present or absent?
Usually do you include visit to School/Day Centre/Workplace or home.
Probe & Key: - Reports
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Do you typically include a) a good bit of background information
b) more than 3 sections (Background Assessment Recommendations)
c) Level of handicap/disability i) by special needs only
ii) by broad level of handicap (No I.Q or M.A)
iii) by level of handicap including I.Q. figures or M.A
iv) Some other method
Length of report: How many sides of double spaced A4 sides?
Open Question Are you moving in any particular direction in your style or practice
of carrying out assessments and writing reports?
Question 4 Maximum 5 minutes
Theme: Access to reports, files, security.
Confidentiality and being on a register
Open Question 1: Please tell me where you stand on the issue of clients and/or parents
having access to their own files, psychology reports, assessment results 
and minutes of case conferences or reviews.
Key Code 1 ROUTINE ACCESS BY ACCESS OTHER
ACCESS REQUEST ONLY DENIED
Psychology file
Psychological
Report
Assessment
Results
Verbal feedback 
Copy of Minutes 
Other
(a) Distinction made between those with a moderate, severe or profound disability as against 
those with a mild, borderline or specific learning disability?
(b) Distinction between subjects real opinion as against dept, policy and their own practice.
Open Question 2: What is your opinion about clients being listed on a mental handicap
register?
Key Code (1) No Mental Handicap register should be kept
(2) Clients should have choice to be listed or unlisted
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(3) Boards or agencies should have right to compile register 
Does your agency have such a register?
Question 5: Maximum 6 minutes
Theme: Clients and/or Parents attending case conferences, reviews, placement
meetings, and degree of involvement in the decision making
Open Question 1: Could you explain roughly where you stand on the issue of parents and/or
clients attending case conferences, reviews or placement meetings?
Open Question 2: Where do you stand on the issue of parents or clients rights to decide on
or choose the placement, as against professionals duty to select the most 
appropriate placement or services for the client? How should decisions get 
made?
Open Question 3: How do decisions actually get made in your services?
Code Key: QI ROUTINELY 
INVITED TO 
ATTEND
ATTEND 
BY NEED 
OR REQUEST
RARELY 
OR NEVER 
INVITED
Case Conferences 
Placement Meetings
Review Meetings 
Programme Planning
ALL PART ALL PART ALL PART
a) Distinction between procedures for children as against procedures for adult clients?
Open Question Are you moving in any particular direction with regard to the case-
conferencing and decision-making process? How do you think your 
practice will be in five years time?
Question 6: Maximum 4 minutes
Theme: Service Evaluation Quality Control. 
Clinical evaluation of psychologists’ input
Open Question: What is your opinion about service evaluation and quality control in mental 
handicap services? In particular what do you think about evaluating the input of psychologists 
in this area?
Probe/Coding key:
Is there any service evaluation or quality control being carried out where you work?
General attitude: Broadly positive, mildly positive, broadly rejecting, mildly rejecting, Other e.g 
no knowledge of.
Number of problems mentioned :-
e.g. Who would do it? Some things can't be measured
Haven't the time. What would you evaluate?
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Table 9. Ability Tests in frequent use by psychologists.
TEST INSTRUMENT
Percentage of total no. 
of times mentioned
W.A.I.S. (R) or W.I.S.C. (R) or III 27 %
Stanford-Binet (L-M) 24%
Griffiths MDS 13%
Bayley Scales 6%
Cattell 5 %
Stanford-Binet (1988) 5%
New Vineland 5%
Merrill Palmer 4 %
B.A.S. 4%
Other e.g. Leiter 6%
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Table 10. Social competence scales in frequent use by psychologists.
Social Competence Scale % of total no. of 
times mentioned
Vineland old or new 35%
Adaptive Behaviour Scales (A.A.M.D.) 18%
Pathways to Independence 9%
P.I.P. charts 9%
P.A.C. 9%
Others 18%
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SECTION THREE.
RESEARCH STUDY ONE.
COMMUNITY CONTACTS AND 
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Communlty C ontacts and Neighbours1 Experience o f  
Group Homes f o r  People w ith  a Mental Handicap
Stephen Ronald Clarke
S I T M M A R Y
In t h is  doorstep  q uestionnaire survey 200 people were 
in terv iew ed  in  fou r  housing e s ta te s  in  Dublin to  in v e s t ig a te  community 
co n ta cts  and neighbours* a tt itu d e s  towards group homes fo r  people w ith  a 
m ental handicap. Two areas had had such a group home fo r  two or more 
years and two were trea ted  as "prospective" areas fo r  opening a group home. 
Areas o f  p r iv a te  housing were compared w ith  corporation  e s ta te s ,  and b a s ic  
demographic in form ation  was obtained.
Neighbours were questioned about their involvement in the 
community, knowledge of the group home, contact with people with a mental 
handicap, group home contacts, experience or anticipation of problems and 
benefits from the group home, willingness to become more involved and 
attitudes towards community care policy.
A s ig n i f ic a n t  proportion o f  respondents were unaware o f  the  
e x is te n c e  o f  th e  group home, or that i t  was fo r  m entally  handicapped 
p eo p le .
The "prospective" areas a n tic ip a te d  many more problems than the  
a c tu a l group home areas had experienced. Neighbours expressed more concern  
fo r  the w elfare  o f  the m entally  handicapped r e s id e n ts  than fo r  the neighbours  
th em selves.
Residents and staff of the group homes appeared to have little 
interaction with their immediate neighbours, but 255& of neighbours 
expressed an interest in becoming more involved.
Personal characteristics, such as age, sex and education, did not 
seem to be related to attitudes towards the group homes, but people with 
previous experience of voluntary work especially with mentally handicapped 
people were more likely to offer help.
The im p lica tio n s  o f  the study were considered  in  the l i g h t  o f  
th e im plem entation o f  community care p o lic y .
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F O R E W O R D
This p r o je c t  was in i t i a t e d  on th e su g g estio n  o f  Dr* Roy 
McConkey who has been working in  th e f i e l d  o f  a t t i tu d e s  towards peop le  
w ith  a mental handicap fo r  some y e a r s . I  had been determ ined to  do my 
resea rch  th e s is  in  an a p p lied  area which would be o f  p r a c t ic a l  u se  and 
in t e r e s t  to  an agency, and so  had approached St* M ic h a e ls  House a sk in g  how 
I  could  be o f  u se  to  them ra th er  than v ic e  v e r sa .
Of the c h a r ity  b od ies op era tin g  in  Ir e la n d , S t .  M ichael*s House 
i s  th e  la r g e s t  agency in  th e  f i e l d  o f  m ental handicap, and was a b le  to  
provide me w ith  n e a r ly  a l l  the n ecessary  resou rces which in clu d ed  computer 
a c c e s s ,  s p e c ia l i s t  lib r a r y  and photocopying f a c i l i t i e s .  The co -o p era tio n  
o f  the p r o fe s s io n a l s t a f f  o f  S t .  M ich ael's  House a t  a l l  l e v e l s  g r e a t ly  
f a c i l i t a t e d  th e  p rogress o f  th is  p r o je c t .
The survey d escr ib ed  in  t h is  t h e s is  was con fin ed  to  fou r  housing  
areas w ith in  D ublin  because o f  c o n str a in ts  on my tim e and r e s id e n c e , but 
from th e o u tse t  Dr. McConkey was keen th a t i t  could  be extended to  in c lu d e  
r u r a l and p r o v in c ia l town lo c a tio n s  both  in  th e South and in  Northern  
Ir e la n d . In  f a c t ,  t h is  came about through the h e lp  o f  o th er  a g en c ies  and 
v o lu n teers  to  th e ex ten t th a t  i t  became a nationw ide survey w ith  over  
1 ,5 0 0  resp on d en ts. The broad p a ttern  o f  r e s u lt s  o f  t h is  nationw ide survey  
seemed to  be very  s im ila r  to  my own f in d in g s  from the D ublin d a ta , but 
the nationw ide r e s u l t s  cannot be g iven  here as I  was n ot d ir e c t ly  in v o lv ed  
in  th a t  work.
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every  stage*  H is support and e f f i c i e n t  p rob lem -so lv in g  approach made 
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I N T R O D U C T I O N
D e in s t itu t io n a lis a t io n  Movement
Over the l a s t  two decades the main trend in  r e s id e n t ia l  
f a c i l i t i e s  fo r  people w ith mental i l ln e s s  or mental handicap has been 
away from the ward s e t t in g  w ith in  in s t i tu t io n s  and towards sm aller h o s te ls  
or group homes. This process o f  d einstifcuU onalisation  can be traced  
h is t o r ic a l ly  in  terms o f  the changing r e la t io n sh ip  between h o sp ita l and 
s o c ie ty  during the 1930s to  the 1950s ,  during which time the b a rr iers  became 
more permeable (B ennett and Morris 1983)* Day care and o u tp a tien t  
f a c i l i t i e s  became e s ta b lish e d  in  th is  p eriod , the population  o f  p sy c h ia tr ic  
h o s p ita ls  s ta r te d  to  d e c lin e , and acute p a tie n ts  spent b r ie fe r  s p e l l s  o f  
tim e in  h o s p ita l .
During the 1960s and 1970s th is  process was a cce lera te d  by the  
in f lu e n c e  o f  the work o f  Goffman (1961 ), W olfensberger (1 9 7 2 ), B la t t  
and Kaplan ( 1966) and Morris ( 1969) who described  the n eg a tiv e  fea tu res  o f  
in s t i t u t io n s  and the impact o f  the in s t i t u t io n a l  regime on those who 
l i v e  in  them. During the 1960s day-care attendances fo r  those w ith  a 
m ental i l l n e s s  or mental handicap rose  in  B r ita in  by 250% between 1963 
and 1970, and the number o f  p a tie n ts  in  extramural community care ro se  
by 280% (B ennett and Morris 1983),
Quality of Life and Group Homes
There i s  s tron g  evidence th a t in d iv id u a ls  who change from 
a la r g e r  in s t i t u t io n a l  s e t t in g  to a group home environment do indeed show 
marked improvements in  a v a r ie ty  o f  adaptive s k i l l s  in c lu d in g  r e c e p tiv e  
language, dom estic s k i l l s ,  appropriateness o f behaviour, m eaningful a c t iv i t y  
and community o r ie n ta t io n  (F e lce  e t  a l ,  1985> Thompson and Carey 1980, 
Alexander, Huganir and Z ig le r  1985)* These s tu d ie s  lend q u a lif ie d  support 
fo r  the claim  th a t group homes provide b e t te r  " q u a lity  o f  l i f e "  fo r  
r e s id e n ts  than do la r g e r  in s t i t u t io n s ,  the q u a lif ic a t io n  b ein g , i t  depends 
on how you d efin e  q u a lity  o f  l i f e .
123
The Campaign fo r  M entally Handicapped Peop le have used a 
25- ite m  c h e c k l is t  (Qtyne 1981) examining a sp ects  such as b a s ic  d a ily  
requirem ents, s p e c ia l  requirem ents, p erson al id e n t ity  in c lu d in g  c u ltu r e ,  
surroundings, r ig h ts  o f  p r iv a cy , r e la t io n s h ip s ,  a c t i v i t i e s  and communication. 
The P .A .S .S . a n a ly s is  o f  W olfensberger and Glenn (1975) i s  probably the  
most w id ely  known method o f  c r i t i c a l l y  exam ining the q u a lity  o f  s e r v ic e s  
u s in g  n orm a lisa tio n  c r i t e r ia .
The u m brella  term "norm alisation" r e fe r s  to  the assum ption  
th a t  the more normal the environment i s ,  the more normal the p a ttern  o f  
l i f e  w i l l  b e , and th e  more s a t is f y in g  the q u a lity  o f l i f e  w i l l  be fo r  the  
in d iv id u a l. Measures o f  n orm a lisa tio n , though d i f f i c u l t ,  are s t i l l  much 
e a s ie r  to  ob ta in  than, fo r  example, measures o f  in d iv id u a l contentm ent 
or p erson a l fu lf i lm e n t .  Hot s u r p r is in g ly , u s in g  n orm alisa tion  c r i t e r ia ,  
group homes emerge as p re fera b le  to  la r g e r  in s t i t u t io n s ,  but in  some ways 
t h is  s t i l l  begs the q u estio n  about q u a lity  o f  l i f e .
Community Care
The changes in  terms o f  q u a lity  o f  l i f e  which occurred w ith in  
in s t i t u t io n s  during the 1960s were welcomed as p ro g ress iv e  and b e n e f ic ia l .  
But they  s t i l l  d id  n o t come up to the requirem ents o f  the p r in c ip le s  o f  
n orm a lisa tio n  (W olfensberger 1972) and the aims o f  the community care 
movement which were b ein g  more c le a r ly  form ulated in  the e a r ly  19/0 s .
The assum ption and ex p ecta tio n  o f the community care movement i s  t h a t  
the environm ents o f  peop le w ith  handicaps should , as fa r  as p o s s ib le ,  
r e f l e c t  normal community l i f e ,  and th a t forms o f  in s t i t u t io n a l  c a r e  th a t  
seg reg a te  them are u n accep tab le .
I t  should be noted  th at among p r o fe s s io n a ls  who d o  u n d e r s t a n d  
the meaning o f  and im p lic a tio n s  o f  community ca re , th ere  i s  not t o t a l  
acceptance o f  the a d v is a b i l i t y  o f se v e r e ly  and m u ltip ly  h a n d ic a p p e d  
in d iv id u a ls  l i v in g  in  th e community. Some p r o fe s s io n a ls  ( e g .  E l l i s  
e t  a l .  1981) m aintain  th a t community placement does n o t n e c e s s a r ily
enhance the behavioural s k i l l  development o f  people w ith  a mental 
handicap, nor s ig n i f ic a n t ly  improve th e ir  q u a lity  o f  l i f e .  They fe a r  
community placem ent may c o n s t itu te  a " seriou s in ju s t ic e "  to  r e s id e n ts '  
s a f e t y  and w e ll-b e in g , w ith  con d itio n s th a t could  be as r e s t r i c t iv e  as 
th o se  in  the in s t i t u t io n .
Some con fu sion  has a r isen  from the tendency to  equate community 
care w ith  the lo c a t io n  o f  r e s id e n t ia l  f a c i l i t i e s  in  the community.
O bviously a good model needs to  sp e c ify  the nature and o b je c t iv e s  o f  the  
care to  be provided . I t  cannot be assumed th a t h o s te ls  or group homes 
w i l l  prpvide an accep ta b le  q u a lity  o f  l i f e  fo r  th e ir  r e s id e n ts  m erely by 
b e in g  lo c a te d  in  th e community. Nor does lo c a t io n  w ith in  the community 
n e c e s s a r i ly  im ply b e in g  part o f  the community.
The term "community" i s  o fte n  used lo o s e ly  in  the l i t e r a t u r e  
w ith in  the f i e l d  o f  m ental handicap. To many s o c io lo g is t s  i t  im p lies  a 
c o h es iv e  in te r a c t iv e  group ho ld in g  common v a lu e s , in t e r e s t s  and b e l i e f s  
(Okolo and Guskin I 984) ,  and w ith in  th is  narrower d e f in it io n  many group 
home r e s id e n ts  could  not cla im  to  be p art o f  the community. W ithin t h is  
stud y  a broader use o f  the term community w i l l  be used to  embrace 
lo c a t io n ,  a l l  r e s id e n ts  and f a c i l i t i e s ,  and th e ir  in te r a c t io n s  and a t t i t u d e s .
There i s  evidence th a t the p u b lic 's  knowledge o f  and a t t i tu d e  
towards community care has lagged behind the a c tu a l developments th a t have 
taken p la ce  w ith in  the p r o fe ss io n a l f i e l d .  The U.K. government re p o r t, 
" B etter S e r v ic e s  fo r  the M entally Handicapped" was is su e d  in  1971 ana 
s tr e s s e d  the need to  s h i f t  the care o f  p eop le w ith  a mental handicap  
from the h o s p ita l  to  the community by p rov id in g  support fo r  those s t i l l  
w ith in  t h e ir  fam ily  or by e s ta b lis h in g  sm all group homes. Locker,
Hao and W eddell (1979) found th a t on ly  39% o f  th e ir  sample had heard o f  
th e term "community care" in  1977* In  a fo llow -u p  survey in  1980 t h is  
f ig u r e  had in crea sed  to  50'% but only an average o f  30% o f  respondents  
cou ld  p rovid e an adequate d e f in it io n  o f  community care in  both surveys  
(L ocker, Hao ana Weddell 1981).
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A ttitu d e s  to  People w ith  a Mental Handicap
One o f  the f i r s t  p o in ts  to note i s  th a t th ere  i s  a l o t  o f  
con fu sion  between m ental handicap ana m ental i l l n e s s .  In  one recen t
_  a—- j     i  o o ?  \  —  ^  cznCi/ 4- — 4- 4--u,-, 4- 4-^ -,
a  i/UU.jy u a w i  J-^70 / j  oij. e>j.oiiiixjug, j v / v  w i i c o j j u u u c u 00 x c j.i>  k u c  u mcx^ u c x j- j
i l l ” was a s u ita b le  a lt e r n a t iv e  to  "mental handicap", and oth er s tu d ie s  
have found a l o t  o f  in d ir e c t  evidence fo r  widespread con fu sion  between 
m ental i l l n e s s  ana m ental handicap (Weir 1981, MENCAP 1 9 82). This may­
be su r p r is in g  to  th ose  o f  us who have spent a lo n g  tim e working w ith in  
th ese  f i e l d s ,  but most peop le have had very  l i t t l e  co n ta c t w ith  e ith e r  
m en ta lly  i l l  or m en ta lly  handicapped in d iv id u a ls  (Walsh 1986). In an 
a b s tr a c t  way th ere  i s  a l o t  o f  p u b lic  sympathy fo r  p eop le  w ith  mental 
handicap and most f e e l in g s  towards them are p o s it iv e  (MENCAP 1982). In  
th a t stu d y , "70% were sym pathetic towards the m en ta lly  handicapped 
(and, in d eed , the m en ta lly  i l l ) ,  and n early  h a lf  f e l t  accep tan ce , f r ie n d l in e s s  
and k indness towards them", ( p . i i ) .  Women, more than men, tended to  see  
them as c h i ld - l ik e ,  a f f e c t io n a te ,  happy and stro n g .
Those from s o c ia l  c la s s  group A and B and th o se  who had a 
r e la t iv e  w ith  a m ental handicap tended to  be more aware o f  the r e a l i s t i c  
problems th a t peop le w ith  a mental handicap fa c e , but they were a ls o  more 
p o s it iv e  about th e ir  a b i l i t y  to  work, manage on th e ir  own, th e ir  em otional 
needs and th e ir  le g a l  r ig h t s .
Altman (1981) review ed evidence th a t peop le w ith  d i s a b i l i t i e s  
are in  gen era l o fte n  stereo ty p ed  as is o la t e d ,  dependent, depressed and 
em otion a lly  u n sta b le , and the confusion  o f  mental handicap and m ental 
i l l n e s s  has g iven  r i s e  to  a stro n g  a s so c ia t io n  o f  u n p r e d ic ta b il ity ,  
i n s t a b i l i t y  and dangerous behaviour w ith  m ental handicap. Many o f  th ese  
confused s te r e o ty p e s  are ju s t  as u n fa ir  to  th ose w ith  a mental i l l n e s s ,  
o f  cou rse .
Purnham and Pendred (1983) examined la y  p e o p le 's  a t t itu d e s
towards th ose  who have a d i s a b i l i t y  as a fu n ctio n  o f  whether i t  was
observab le ( v i s ib l e )  or n o t. P eo p le 's  a t t itu d e s  were c o n s is t e n t ly  more
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p o s i t iv e  towards p h y s ic a l d i s a b i l i t y  and they  sp ecu la ted  th a t  
u n fa m ilia r ity , f e a r , d i f f i c u l t y  in  empathy and la ck  o f  understanding  
co n tr ib u ted  towards n e g a tiv e  a t t itu d e s  to  peop le who have a mental 
handicap.
Contact with People who have a Mental Handicap
In Ire lan d  roughly 4 per 1 ,000  a d u lts  have a mental handicap  
so  th a t in  a town o f  15,000  population  th ere  might be expected  to be 
60 a d u lts  w ith  mental handicap (McConkey, W^lsh and Mulcahy, 19 8 2 ). About 
h a lf  o f  the p op u lation  have never met a d isa b led  person and about th r e e -  
q u arters have never met a m entally  handicapped person (McConkey 1987)*
Only about 8% reported  b ein g  in  reg u la r  co n ta c t w ith  a m en ta lly  handicapped  
person  compared w ith  about 15% who had reg u la r  co n ta c t w ith  a d isa b led  
p erson . ■
In 1981 in  Ire lan d  roughly h a lf  o f  a l l  a d u lts  w ith  m ental 
handicap were s t i l l  l i v in g  in  in s t i t u t io n a l  s e t t in g s ,  which probably  
d ecreases  the chances o f  co n ta ct w ith in  the community (Mulcahy e t  a l .
19 8 3 ). In one survey, where two areas were chosen d e lib e r a te ly  
because a s e r v ic e  fo r  peop le w ith  m ental handicap was lo c a te d  in  each , 
over h a lf  the neighbourhood r e s id e n ts  did n o t know o f  the e x is te n c e  o f  th e  
day cen tre  (McConkey 1987 ).
Most s tu d ie s  support the common assum ption th a t the more
exposure to  or co n ta c t w ith  people who have a mental handicap the more
favou rab le  the a t t i t u d e s ,  but some research  has found no such con n ection  
(Furnham and Pendred 1983, Sandler and Robinson, 1 9 8 1 ). Two s tu d ie s  
exam ining p r o fe s s io n a l s t a f f ' s  a t t itu d e s  found th a t co n ta ct w ith  handi­
capped peop le p r io r  to  tr a in in g  was an im portant fa c to r  in  prom oting  
favou rab le a t t itu d e s  (B e l l  1962, Whitby 1986).
Most s tu d ie s  in v o lv in g  ch ild ren  have found th a t more c o n ta c t
le a d s  to  more p o s it iv e  a t t itu d e s  (V o e ltz  I 98O) but McConkey and
McCormack (1983) and G o tt lie b  (1975) n o te  th a t the q u a lify  o f  co n ta ct
in terms of successful interactions is more critical than the quantity
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o f  co n ta c t.
Contact has been examined in  terms o f neighbours' d ista n ce  
from a group home, but w ith  equivocal or con trad ictory  r e s u l t s ,  and much 
seems to  depend on the nature o f the group home and the a c tu a l experience  
o f  the neighbours, whether c lo se  or d is ta n t  (Okolo and Guskin 1984).
McConkey (1987) summarises s tu d ie s  which su ggest th a t the p u b lic  
a t  la r g e  tend to  avoid  more personal con tact w ith  people who have a mental 
handicap, but are more to le r a n t o f impersonal con tact such as s e e in g  them 
in  the neighbourhood. The other way o f lo o k in g  a t  con tact i s  from the  
p o in t o f  view  o f  the people w ith  mental handicap. McConkey, Walsh and 
Mulcahy (1982) looked a t  the l i f e  s t y le s  o f ad u lts  w ith  mental handicap  
l i v in g  w ith in  the community, in  most cases w ith  th e ir  own fa m ily , most 
o f  whom were capable o f  lo ok in g  a f te r  a l l  th e ir  personal needs. But 
th e ir  general l i f e  s t y l e ,  th e ir  le is u r e  p u rsu its  and th e ir  community 
con ta cts  were very  lim ite d . I t  was concluded th a t to a la rg e  ex ten t  
they were "home and fam ily" bound and th a t th is  hardly counted as community 
care .
In a fu r th er  study McConkey, Naughton and Nugent (1983) examined 
the community co n ta cts  o f  ad u lts  a tten d in g  day workshops fo r  people w ith  
mental handicap. The number o f  community con tacts  seemed i n i t i a l l y  
encouraging, w ith  most occurring in  the lo c a l  neighbourhood, few er in  
the c i t y  and l e a s t  o f  a l l  a t  home. But there were on ly  three groups o f  
people w ith whom the m ajority  had recen t co n ta ct -  lo c a l  shopkeepers, 
bus conductors and ch em ists . Furthermore, most con tacts  were made e ith e r  
alone or accompanied by a fam ily member, but ra r e ly  w ith  a fr ie n d  or  
w ith in  a s o c ia l  group. Community l iv in g  d id  not seem to be very
m eaningful fo r  the m ajority  o f respondents in  th is  survey.
Attitudes towards Community Care of People with Mental Handicap
Given that the world trend in services for people with a 
mental handicap is towards normalisation and community placement, what 
are the attitudes and reactions of the community on this issue? The
answer seems to be, it depends on who you ask, which community, how you
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frame the question and a number of other factors which are considered 
below, -.
A distinction can be drawn between a general attitude a person 
may hold in favour of people with mental handicap living in the community 
and a specific attitude that the same person may hold about people with 
mental handicap living in his neighbourhood or his street. Agreement to 
a general principle does not necessarily imply agreement to its implementation 
if seen to threaten an individual's own living space or sphere of operation. 
This raises the question of the tenuous relationship between attitudes and 
behaviour and the question of cognitive consistency as against "opinion 
molecules" (Bern 1970, Festinger 1957)*
Most survey p o lls  carr ied  out in  the l a s t  f i f t e e n  years have, 
reported  between 60% and 35% o f  population  bein g  in  favour o f  people  
w ith  mental handicap l i v in g  in  the community (P r e s id e n t's  Committee on 
Mental R etardation  (1 9 7 5 ), Kastner e t  a l .  (1979) MENCAP (1 9 8 2 )) . Some o f  
the d iffe r e n c e s  in  percentage r e f l e c t  d iffe r e n c e s  in  wording, number o f  
a lte r n a t iv e s  or the presence o f  a "don't know" category .
A few s tu d ie s  have compared a con tro l group w ith  a "threat" group 
in  order to  e s ta b lis h  the r e la t io n sh ip  between th e o r e t ic a l  agreement and actua  
agreem ent. In one such study (Kastner e t  a l .  1979) the th rea t group 
co n s is te d  o f  5 to  12 households c lo se  to a house th a t was a c tu a lly  fo r  s a le ,  
and respondents were asked fo r  th e ir  view s on community placement i f  the 
Group Home was e s ta b lish e d  in  the sa le  house. A co n tro l group matched th e  
th rea t group on b a s ic  demographic v a r ia b le s . Modest but s ig n if ic a n t  
d iffe r e n c e s  were found. For example, 90% o f the co n tro l group sa id  they  
would not o b jec t to  a group home in  th e ir  neighbourhood but th is  was dropped 
to  81% fo r  the th rea t group. Kastner e t  a l .  sp ecu la ted  th a t th is  f ig u r e  
might have dropped fu rth er  i f  respondents in  the th rea t group had been to ld  
th a t the house fo r  s a le  would d e f in i t e ly  become a group home.
Two other studies in the States used a realistic "threat" 
condition, this being whether landlords would accept mentally handicapped
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ten a n ts  (T r ip p i, M ichael, Colao and A lvarez 1978), M argolis and 
C h ariton id is  1981)* In  both s tu d ie s  an i n i t i a l  phone c a l l  e s ta b lish e d  th a t  
an apartment was a v a ila b le  fo r  ren t and a subsequent c a l l  h a lf  an hour 
l a t e r  was made in  which the land lord  was to ld  th a t th e  in te r e s te d  tenant 
was”a m entally  retarded  a d u lt who had ju s t  com pleted tr a in in g  and was 
ready fo r  independent l i v in g ”. In  the 1978 study (T ripp i e t  a l . )  on ly  
1% o f  land lords proved w i l l in g  to ren t whereas in  the 1981 r e p lic a t io n  
(M argolis and C h a r ito n id is )  in  a d if f e r e n t  part o f  the county 72*5% 
were w i l l in g  to  a ccep t a m entally  retarded  ten an t.
These d ra m a tica lly  d if f e r e n t  r e s u lt s  probably d id  n ot so  much 
r e f l e c t  a t t itu d e s  becoming more favourable during 3 y e a r s , but probably d id  
r e f l e c t  enormous d if fe r e n c e s  in  r eg io n a l and neighbourhood v a r ia b le s ,  
changes in  the hou sing  market and wording and p resen ta tio n  o f the q u e s tio n s .
But th ere  i s  some evidence th a t a t t itu d e s  towards peop le w ith  
m ental handicap and community care have become s ig n i f ic a n t ly  more p o s i t iv e .  
Locker Hao and W eddell (1979) examined community r e a c t io n  to  a group home 
in  1977 3  months b efo re  i t  opened, and then compared the r e s u lt s  w ith  a 
fo llo w -u p  survey in  1980, reported  in  Locker e t  a l .  1981. In  1977 more 
respondents assumed th a t the b e s t  form o f care c o n s is te d  o f  a q u ie t ,  p e a c e fu l 
atmosphere p re fer a b ly  in  the country and'had been opposed to  community 
placem ent, b e l ie v in g  i t  in ap p rop ria te . The 1980 survey rev ea led  th a t ,  
w h i ls t  the resp on d en ts’ knowledge o f  mental handicap had n ot changed, 
th e ir  a t t itu d e  towards community care had become more favou rab le . More 
had heard o f  the term community care and the exp erien ce o f  having a group 
home in  th e ir  neighbourhood had a lla y e d  a l o t  o f  the i n i t i a l  fe a r s  and 
apprehensions th a t  had e x is te d  b efore  the group home opened.
A ctual co n ta c t w ith  the m en ta lly  handicapped r e s id e n ts  had been  
minimal in  the Locker e t  a l .  study (1 9 8 1 ). Only 6% had v i s i t e d  the group 
home and on ly  2% had been v i s i t e d  a t  home by a m en ta lly  handicapped  
r e s id e n t ,  though many expressed  a w ill in g n e s s  fo r  more c o n ta c t. I t
130
seemed th a t the mere presence o f  peop le w ith  a m ental handicap in  the  
community has a p o s it iv e  ed u cation a l e f f e c t .
In the MENCAP stud y  (1982) 62% o f  the p u b lic  b e lie v e d  th a t people  
w ith  mental handicap should  be cared fo r  in  th e  community ra th er  than in  
s p e c ia l  homes or h o s p ita ls  (23>‘o)« Those who favoured community care  
c o n s is te d  o f  more younger ( 67%) than o ld er  people ( 56%) and more o f  th ose  
who knew a person w ith  m ental handicap ( 67%) than th ose who d id  n o t (58%)
But i t  i s  im portant to  n o te  th at respondents were g iven  a ch o ice  in  th is  
survey between community care and s p e c ia l  c e n tr e s . I f  the wording had 
been "Would you have any o b jec tio n s  to  a person w ith  a mental handicap  
l i v in g  in  the community?11 i t  i s  l i k e ly  th a t a much h igh er percentage would 
seem to  have been p o s i t iv e  about community care .
But o v e r a ll  the evidence su g g ests  th a t a m ajority  o f the p u b lic  
are in  favour o f  community care fo r  a d u lts  w ith  a m ental handicap, even  
though many are unable to  g iv e  an adequate d e f in it io n  o f  community care  
(Locker e t  a l .  1982) amd many are confused about m ental handicap  
(MENCAP 1982).
But a t  the same tim e a s ig n i f ic a n t ,  and sometimes very  in f lu e n t ia l ,  
m in ority  are opposed to  group homes in  the community, and many o f  th ose  
in  favour s t i l l  have f e a r s ,  apprehensions and concerns both fo r  them selves  
and th e ir  fa m ily  and fo r  the ad u lts  w ith  a handicap.
Concerns, R isk  and P rob lem s:- Real and P erceived
The MENCAP survey (1982) showed th a t d e sp ite  a broad, pro-community 
c a r e 'a t t i tu d e ,  the p u b lic  are a l i t t l e  concerned about the im pact th a t  
m en ta lly  handicapped neighbours might have. I n te r e s t in g ly ,  th ey  showed 
more concern fo r  th e m entally  handicapped peop le them selves ra th er  than  
the problems they  m ight cau se, and t h is  may r e f l e c t  a gen era l sym pathetic  
and p a te r n a l i s t ic  a t t i tu d e  towards people w ith  m ental handicap.
An e a r l ie r  study in  the S ta te s  provides a fla v o u r  o f  some 
o f  the concerns o f  r e s id e n ts  who had opposed the s e t t in g  up o f  a group
home (Berdiansky ana Parker 1977)* O pposition was a ttr ib u te d  to  one or  
more o f  the fo llo w in g  fa c to r s :  (1 ) perceived  danger o f  group home r e s id e n ts
to  th e community, (2 ) fe a r  o f  sexual dev iance, (3 ) p o te n t ia l decreases  
in  property  v a lu e s , ( 4 ) lack  o f su p erv ision  o f  group home r e s id e n ts ,  
and ( 5) sexu a l r a c ia l  com position o f the home* Other s tu d ie s  in  the  
S ta te s  have in d ica ted  neighbourhood concerns, o fte n  r e la te d  to  m isconceptions  
and p reju d ice  about persons with mental handicap, such as fe a r s  about 
sex u a l deviance, crime and v io le n c e , and abnormal or g r o ss ly  inappropriate  
behaviour(Lauber and Bangs 1974» Segal and Avarim 1978)* Many o f  th ese  
concerns have no substance or are sim ply wrong* For example, Edgerton 
(1983) adduces evidence to  suggest th a t people w ith mental handicap are  
more l i k e ly  to  be the v ic tim s than p erp etrators o f crime*
It will be noted that most of the concerns of neighbours in the 
studies from the U.S.A. revolve around problems that the neighbours 
themselves might experience whereas in the English MENCAP survey over 
half the concerns related to problems the mentally handicapped residents 
might experience. Because of differences in time, area, social class 
and methodologies a real comparison is not possible, but it is tempting 
to conclude that attitudes towards group homes are more sympathetic and 
paternalistic this side of the Atlantic, and that perceived threats 
are less.
Below we outline some of the problems and apprehensions most 
often cited in previous studies. The first four headings subsume 
primarily concerns for the people with a handicap and the next six, concerns 
for neighbours, but there is considerable overlap and the headings basically 
represent a structured way of looking at the concerns, rather than 
discrete categorisation.
Concerns for the People with a Mental Handicap 
Concern over supervision, care standards and safety
Concern over care and supervision represents one of the most 
frequently expressea concerns and is also one of the more realistic concerns.
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S ig n if ic a n t ly ,  i t  i s  one o f  the b ig g e s t  fe a r s  o f  the parents o f  
handicapped a d u lts  due to  move in to  the community (C onnecticu t 
A sso c ia t io n  fo r  Retarded C itize n s  V. M ansfield  T rain ing S ch oo l, 1979)*
In  another study (Meyer 1980)■o f  th ose  parents who favoured an 
in s t i t u t io n a l  s e t t in g  fo r  th e ir  handicapped c h ild r e n , 37% mentioned the  
need fo r  24-hour care and su p erv is io n .
Perhaps both parents and concerned c i t i z e n s  have understandable  
fe a r s  about " d e in s t itu t io n a lis e d "  peop le b e in g  th ru st onto the community 
w ith ou t adequate back-up s e r v ic e s .  The h is to r y  ana record fo r  ex p sy c h ia tr i
h o s p ita l  r e s id e n ts  b ein g  returned to  the "community" in  B r ita in  over the  
l a s t  15 y ears has l e f t  m any people w ith a l o t  o f  doubts and m isg iv in g s  
about the wisdom o f  t h is  p o lic y  (W allace I 987) .
In  th e MENCAP p o l l  respondents were asked, " If two m en ta lly  
handicapped a d u lts  moved in  next door to  you p le a se  would you t e l l  me whether 
you th in k  each o f  the fo llo w in g  would be a major concern, a minor concern, 
or no concern a t  a l l  to  you." A l i s t  o f  the p o s s ib le  concerns fo llo w ed .
As no m ention o f  care or su perv isory  s t a f f  i s  m entioned, even on a v i s i t i n g  
b a s is ,  respondents are probably l e f t  w ith  the im pression  th a t the m en ta lly  
handicapped a d u lts  would be l e f t  to  fend fo r  th em selves. Not s u r p r is in g ly ,  
th en , n ea r ly  th ree  quarters o f  the respondents were a t  l e a s t  a l i t t l e  
concerned th a t  th e  m entally  handicapped neighbours might not r e c e iv e  
enough p r o fe s s io n a l ca re . The o th er  s id e  o f  th is  fe a r  was r e f le c t e d  in  
th e  f a c t  th a t 44% were concerned th a t they  (th e  p u b lic )  might have to  h elp  
look  a f t e r  them.
In  our own survey we asked how peop le would f e e l  in  regard to  
concerns and r is k s  i f  a group home w ith  4 to  6 m en ta lly  handicapped  
a d u lt s ,  w ith  one or two care s t a f f , was s e t  up i n  th e ir  neighbourhood.
T his was, in  f a c t ,  or would be the s tru c tu re  o f  such group homes in  
D ublin .
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Concerns about m en ta lly  handicapped r e s id e n ts  b ein g  lo n e ly  and is o la t e d
A gain, t h is  i s  a very  r e a l i s t i c  concern, as th ere i s  a l o t  
o f  evidence review ed aboveana elsew here to  in d ic a te  th a t m entally  
handicapped p eop le  do in  f a c t  tend to  be is o la t e d  from the community 
even when l i v in g  w ith in  i t  (McConkey, Walsh and Mulcahy 1982), In  
the MENCAP p o l l  GQ% o f  respondents f e l t  a t  l e a s t  some concern th a t  
m en ta lly  handicapped neighbours might f e e l  i s o la t e d ,  and in  the I r is h  p o l l  
th is  was a ls o  a fr e q u e n tly  mentioned p o in t o f  concern,
A number o f  s tu d ie s  have looked a t  th is  a sp ec t o f  s o c ia l  i s o la t io n  
in  terms o f  degree o f  p a r t ic ip a t io n  in  community a c t i v i t i e s  (O’Connor 
1976, Baker e t  a l .  1977) sod showing an o v e r a ll modest or low l e v e l  o f  
p a r t ic ip a t io n . In  one or two s tu d ie s  th ere were in d ic a t io n s  th a t there  
might be a l o t  more good w ill and untapped p o te n t ia l fo r  g rea te r  neighbourly  
co n ta ct than was a c tu a lly  taken advantage o f  (McConkey 1987, Locker 
e t  a l .  1979) .
As our own study was fo cu ss in g  on neighbours’ a t t i tu d e s  we 
decided  to in c lu d e  a s e c t io n  ask ing ju s t  how much commitment fo r  fu r th er  
co n ta ct th ere  m ight be in  the community.
Concerns about b e in g  r id ic u le d , teased  or made fun o f .
This was th e most freq u en tly  mentioned concern in  both the  
I r is h  p o l l  and th e MENCAP p o l l .  In  the MENCAP p o l l  82% thought th a t  
m en ta lly  handicapped a d u lt neighbours might be made fun o f  by lo c a l  
people or c h ild r e n . I t  i s  a l i t t l e  d i f f i c u l t  to  guage how r e a l i s t i c  a 
fe a r  th is  i s .  Most o f  the American l i t e r a t u r e  fo c u sse s  more on the  
h o s t i l i t y  elem ent in  surveys o f e x i s t in g  group homes (Okolo and Guskin
1984) ana o th er  re fe r e n c e s  to  r id ic u le  tend to  be im p r e s s io n is t ic  or  
p r e s c r ip t iv e .
In our own survey we f e l t  i t  was a w orthwhile q u estio n  to  
in q u ire  whether th ere  was much a c tu a l exp erien ce o f  r id ic u le  b e in g  
an ongoing problem fo r  the m entally  handicapped r e s id e n ts  where th ere
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was a group home. This could be compared w ith  the p u b l ic ’s p ercep tion  
o f  t h is  b e in g  a r i s k  problem in  the areas where th ere  was in  f a c t  no 
group home y e t .
Concerns about being victimised or taken advantage of
These concerns are c lo s e ly  a l l i e d  to  th e  fe a r  o f  r id ic u le ,  
and can tend to  r e f l e c t  c h a r a c te r is t ic s  o f  the nighbourhood i t s e l f  as much 
as the peop le w ith  m ental handicap. This was the second most fr eq u en tly  
c i te d  concern in  the I r is h  p o l l ,  but was not in c lu d ed  as a sep arate  is s u e  
in  th e MENCAP p o l l ,  though i t  was p a r t ia l ly  r e f le c t e d  in  the concern about 
the need fo r  p r o fe s s io n a l care .
Concerns for Effects on the Neighbourhood 
Perceived risk of danger to children
This was the most freq u en tly  c i te d  p o te n t ia l  problem in  a number 
o f  American s tu d ie s  (Berdiansky and Parker 1977> Wehbring and Ogren 1975)» 
and E n g lish  s tu d ie s  (MENCAP 1982, Lock e t  a l .  1979) as w e ll as the I r is h  
p o l l  (McConkey 1987) ana an Israeli, study (Cnaan e t  a l .  1986). I t  i s  worth  
p o in tin g  ou t th ere  i s  no evidence fo r  a h igher in c id e n c e  o f  a g g r e ss iv e  
deviance among peop le w ith  mental handicap than among the p op u lation  a t  
la r g e .  They are probably more o fte n  v ic tim s  than p erp etra to rs  o f  cr im es, 
and S it k e i  (197&) found th a t  few er than 1% o f  1804 m en ta lly  handicapped  
r e s id e n ts  l i v i n g  w ith in  the community had been in  custody o f  the law over a 
2 yea r  p er io d .
N e v e r th le ss , in  the MENCAP p o ll  46/0 o f  respondents were concerned
over the is s u e  o f  p o s s ib le  harm to  lo c a l  ch ild ren  or p eop le .
Embarrassment or uncom fortableness
T his i s  another p erce ived  problem which says as much about th e
respondent as about a handicapped in d iv id u a l but i t  was freq u en tly  c i t e d
in  both  th e  E n g lish  and I r is h  p o l l s .
O’Connor (1$81) found th a t embarrassment was more o f  a
problem fo r  younger peop le -  the under 24 age group -  and th a t th ere  was
a tendency fo r  th is  to  decrease in  d ir e c t  proportion  to  age*
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Another w§iy o f  lo o k in g  a t  embarrassment i s  in  terms o f  w ill in g n e s s  
to  meet or have more co n ta c t w ith  people who have m ental handicap, and we 
in clu d ed  a s e c t io n  on th is  in  our own q u estio n n a ire .
P erceived  r is k  o f  v io le n c e ,  u n p r e d ic ta b il ity  or la ck  o f  r e s p o n s ib i l i t y
These fe a r s  seem to  f ig u r e  more in  the American l i t e r a tu r e  ( e ,g .  
Berdiansky and Parker 1977) but a lso  were mentioned f a i r l y  o fte n  in  one 
form or another in  th e E n glish  and I r is h  p o l l s .
Property  might be devalued
A gain, t h is  seems to  be more o f  a fe a r  in  th e U .S . and comes 
f a i r l y  low in  the l i s t  o f  p erceived  r isk s  in  the E n g lish  and I r is h  s tu d ie s .  
There i s  no ev idence fo r  d eva lu a tion  o f  property surrounding group homes, 
b ut th ere i s  some ev idence fo r  i t  in c r e a s in g  (S eg a l and Aviram 1978)*
Hor has th ere  been any evidence fo r  in creased  turnover r a te s  fo r  houses 
c lo s e  to  group homes (Okolo and Guskin 1984) .
N otw ithstand ing the ev idence, the p erce ived  th rea t o f  house 
d ev a lu a tio n  has very  o fte n  been a powerful fa c to r  in  cases where 
community o p p o sit io n  prevented group homes opening in  the U .S . (Berdiansky  
and Parker 1977)» I t  i s  p o s s ib le  th a t the d eva lu a tion  th rea t i s  popular  
because i t  appears, q u ite  sp u r io u sly , as i f  th is  was an im portant and 
unprejudiced  o b je c t io n . Or i t  may be because i t  touches on a su b jec t  
c lo s e  to  most p e o p le ’ s h ea rts  -  money.
Other fe a r s  and vague u n easin ess
Other p erce ived  r is k s  th a t have been su ggested  in  previous s tu d ie s  
in c lu d e  fe a r s  o f  p e ts  b e in g  harmed, in crea se  in  t r a f f i c ,  n o is in e s s  and 
vandalism . In th e Locker e t  a l ,  study (1979) 17/0 o f  respondents thought 
th ere  would be d isadvantages but were unable to  s p e c ify  them. I t  seems 
p o s s ib le  th a t some peop le have vague fea rs , such a s ,  "You wouldn’ t  know 
what might happen", and th is  might account fo r  some o f  the agreement to  
th e  more obscure concerns, such as harming o f  p e t s ,  in  the IVIENCAP p o l l .
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Advantages and B e n e f its
An obvious p o in t i s  th a t i f  you ask about problems you w i l l  
g e t  answers in  terms o f  problems even though few may be mentioned  
sp ontan eou sly . Too few s tu d ie s  have made any attem pt to  red ress  th is  
im balance by en q u irin g  about p o ss ib le  advantages or b e n e f i t s ,  but the  
Locker e t  a l .  s tu d ie s  (1979 and 1981) provide a n o tab le  ex ce p tio n . They 
asked respondents i f  they  thought there were advantages or d isadvantages  
to  the community in  having a group home in  the area . One th ir d  thought 
th a t th ere would be advantages to  the community compared w ith  a quarter  
who thought th ere  would be d isadvantages.
Of th ose  m ention ing advantages, the most popular spontaneous 
response was th a t th e group home would have an ed u cation a l e f f e c t ,  prom oting  
awareness and understanding o f  mental handicap. T h irteen  per cen t  
mentioned advantages to  the m entally  handicapped peop le and th e ir  f a m il ie s ,  
10% mentioned employment ana voluntary  work o p p o rtu n itie s  and 8% thought 
i t  would cre a te  and enhance community f e e l in g .
To counterbalance any tendency to  on ly  con sid er  problem s, a 
q u estion  was in clu d ed  in  our own survey on p o s s ib le  advantages and b e n e f it s  
th a t a neighbourhood group home might b rin g  about.
Demographic and respondent variables 
Sex
Most s tu d ie s  th a t do show any d if fe r e n c e  in d ic a te  th a t fem ales  
have more a cce p tin g  and favourable a t t itu d e s  to  m en ta lly  handicapped p eop le  
than do m ales. For example, Gottwald (1970) and Sheare (1974) found th a t  
fem ales were more p o s i t iv e ,  more a ccep tin g  o f  and more nurturant towards 
m en ta lly  handicapped p eo p le , and females tended to  be more l i k e ly  to  respond  
in  a s o c ia l ly  d e s ir a b le  way.
McConkey, McCormack and Naughton (1983) found th a t fem ale  
sch o o l stu d en ts  were more w il l in g  to  become in v o lv ed  in  vo lu n tary  work w ith  
handicapped peop le than m ales, and th a t th is  sex  v a r ia b le  seemed to  be
. : . 137; /  ■■■-,
stro n g er  than the v a r ia b le  o f  previous c o n ta c t . Females w ith  no 
p rev ious co n ta ct were more w il l in g  than males who had p r io r  c o n ta c t.
But o th er  s tu d ie s  have shown no s ig n if ic a n t  d iffe r e n c e  between  
males and fem ales (Johnson and B ed itz  1981, Furnham and Pendred, 1985)*  
S o c ia l C lass and education
I t  i s  s a f e s t  to  p gree  w ith Okolo and Guskin ( 1984) th a t few  
co n c lu s io n s  can he r e l ia b ly  s ta te d  about so c io -ed u ca tio n ^ l c la s s  and 
a t t i tu d e s  towards m en ta lly  handicapped p eo p le . But where c o r r e la t io n s  
have been found, i t  tends to  be in  the d ir e c t io n  o f  h igh er le v e ls  o f  income 
and ed u cation  b ein g  a s so c ia te d  w ith  more p o s it iv e  and l ib e r a l  a t t i tu d e s  
(Gottwald 1970, MENCAP 1982).
But a number o f  s tu d ie s  have found no a s s o c ia t io n  between
a t t itu d e s  and socio -econom ic c la s s  (McConkey e t  a l .  1983, Johnson and
B ed itz  1981, G o tt lie b  1975 t Furnham and Pendred 1983)* One study (Weir 
1981) seemed to  show u n sk il le d  working peop le to  be more to le r a n t  than  
m iddle c la s s  p eo p le , but the c r ite r io n  o f  to lera n ce  was whether or n o t  
respondents thought i t  "a good idea i f  th e ir  son or daughter or c lo s e  
fr ie n d  sa id  th ey  were go in g  to  marry a person who was m enta lly  handicapped". 
I t  i s  probable th a t th e middle c la s s  respondents were sim ply more r e a l i s t i c  
on th is  i s s u e  ra th er  than l e s s  to le r a n t in  g en era l.
Education i s  d i f f i c u l t  to  sep arate  out from s o c ia l  c la s s  in
q u estio n n a ire  su rv ey s, but one study claim ed to  dem onstrate th a t r e s id e n ts
w ith  low income but h igh  ed u cation a l attainm ent were more a cce p tin g  o f  
group homes w ith in  th e neighbourhood (S e g a l, Baumohl and M oyles, 1980) and 
McConkey e t  a l .  (1983) found v o ca tio n a l sch o o l stu d en ts  tended to  be more 
in  favour o f  s o c ia l  in te g r a tio n  than fe e -p a y in g  sch o o l s tu d en ts .
W hilst s o c ia l  and ed u cation al backgrounds are probably im portant 
determ iners o f  a t t i tu d e s  in  some general ways, th ere  i s  n ot enough 
c o n s is te n t  ev idence fo r  th ese  fa c to r s  b ein g  good p r ed ic to r s  o f  s p e c i f i c  
a t t itu d e s  towards m en ta lly  handicapped p eo p le , or group homes.
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Other demographic and respondent v a r ia b le s
Area and neighbourhood are v a r ia b le s  which are very  much 
confounded w ith  socio-econom ic c la s s  but some attem pts have been made 
to  compare urban versu s ru ra l d if fe r e n c e s .  McConkey e t  a l .  (1983) 
found th a t amongst 15 and 16 year o ld s  in  Irelan d  30% o f ru ra l as 
opposed to  23% o f  c i t y  d w ellers had m eetings w ith  m en ta lly  handicapped  
p eo p le . S inson  (1983) found urban mothers more a cce p tin g  o f  s o c ia l
in te g r a t io n  o f  peop le w ith  mental handicap, but not ed u ca tion a l in te g r a t io n .  
Rural mothers were more openly opposed to  e i th e r  id ea . But many s tu d ie s  
f in d  no s ig n i f ic a n t  d if fe r e n c e  or no c le a r  d ir e c t io n  in  the data on t h is  
v a r ia b le .
Weir (1981) quotes a number o f  sm all a t t i tu d in a l  d if fe r e n c e s  
in  regard to  d i s a b i l i t y  according to  r eg io n , v o t in g  p referen ces and 
s o c ia l  c la s s ,  but n o tes  th a t the r e s u lt s  are probably not g e n e r a lisa b le  
beyond th a t  survey i t s e l f .
Age i s  a fa c to r  which has o fte n  been examined but i t  i s  
s a f e s t  to  conclude , as do Furnham and Pendred (1983)* and S i l l e r  and 
Chipman ( 1964) ,  th a t th ere are no c le a r -c u t  p attern s o f  age determ ining  
a t t itu d e s  towards d i s a b i l i t y .  There may be a s l ig h t  trend d e te c ta b le  fo r  
th e under 1 8 ’s and the e ld e r ly  to  be both  l e s s  knowledgeable o f  and l e s s  
favou rab le  towards people w ith  mental handicap than are peop le w ith in  the  
m iddle range o f  age.
U nderstanding o f  the term "mental handicap" has i t s e l f  been
found to  be a s ig n i f ic a n t  v a r ia b le  (Locker e t  a l .  1979) j and t h is  stud y
a ls o  in d ic a te d  th a t "neighbourliness"  a ls o  seemed to  be a s ig n i f ic a n t  
fa c to r  in  regard to  a t t itu d e s  towards a group home. Those who had l iv e d  
lo n g er  in  a neighbourhood and had more community co n ta c ts  knew more about 
the group home than com parative newcomers to  the area .
Time i t s e l f  seems to  be a s ig n i f ic a n t  fa c to r  in  th e accep tan ce
o f  a group home. Baker e t  a l .  (1977) examined community a t t i tu d e s
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over time to 17 group homes in  seven s ta t e s  and reported  th a t in  a l l  
f a c i l i t i e s  o p p o sit io n  had decreased over tim e. I n te r e s t in g ly ,  they  
found no r e la t io n  between o p p o sitio n  and th e a c tu a l s i z e  o f  the group 
home f a c i l i t y ,  and no r e la t io n  between o p p o sitio n  and the s e v e r ity  o f  the  
handicap o f  th e group home r e s id e n ts .
But o th er  s tu d ie s  have found th a t both the nature and degree o f  
d i s a b i l i t y ,  and the age o f  the handicapped person are s ig n i f ic a n t  
determ inants o f  a t t i tu d e  (Furnham and Pendred 1983> G ollay  e t  a l .  1978) t 
though n ot in  a sim ple or c o n s is te n t  way.
O utstanding I s s u e s :  the Aim and Scope o f  our Survey
There were a number o f  key is s u e s  which we wanted to  focu s on in  
our stu d y . There was the n atu ra l q u estio n  o f  whether a t t itu d e s  in  Ire la n d ,  
as opposed to  any o th er  country, were any more favourab le towards people  
w ith  a mental handicap and th e ir  in te g r a t io n  in to  th e community. This 
q u estio n  was n o t ju s t  academic or o f  c u ltu r a l in t e r e s t s -  the p o lic y  o f  
community care has r e a l ly  on ly  taken o f f  in  the mid 1980’s in  -terms o f  
community in te g r a t io n  o f  people w ith  a mental i l l n e s s  or a mental handicap.
I t  i s  im portant to  know i f  th is  p o lic y  has broad acceptance by the p u b lic ,  
and p a r t ic u la r ly  whether group homes are accepted  by the lo c a l  community.
W ithin th is  gen era l q u estio n , a number o f  s p e c i f i c  i s s u e s  needed  
to  be addressed . The im pression  i s  th a t in  Ire lan d  lo c a l  community co n ta c ts  
are c lo s e r ,  th a t  th ere  I s  more genera l to ler a n c e  and th a t th ere  i s  a s tro n g er  
t r a d it io n  o f  c h a r ita b le  behaviour than in  most Western c o u n tr ie s . A lthough  
i t  m ight be d i f f i c u l t  to  v a lid a te  th is  im pression  in  a gen era l s e n se , we 
were in te r e s te d  to  know, s p e c i f i c a l ly  in  r e la t io n  to  group homes
(a )  whether th ere  r e a l ly  was a h igh le v e l  o f  gen era l neighbourly  c o n ta c t ,
(b ) how th is  r e la te d  to  co n ta ct w ith  a group home in  a neighbourhood and
(c )  whether th ere  was acceptance o f  group homes.
We a ls o  w ished to  know whether th ere  were any problems e i th e r  
a n tic ip a te d  or exp erien ced , w ith regard to  peop le w ith  a m ental handicap  
l i v i n g  in  a neighbourhood group home, or indeed  any b e n e f i t s .
* '  -140 . ,
A gain, th is  was n ot m erely an academic q u e s t io n :-  a c tu a l p o lic y  and 
s t y l e . o f  im plem entation could  depend on what answers we received*
In a d d it io n , we wanted to  know whether th ere  were any untapped  
community reso u rces  in  terms o f  lo c a l  peop le who might be keen to  become 
in v o lv ed  or h e lp  out in  con n ection  w ith  group homes. Again, th is  was not 
ju s t  o f  academic in te r e s t*  I f  th ere  are peop le who are ready and w i l l in g  
to  promote community in te g r a t io n  o f  th e ir  m en ta lly  handicapped neighbours 
in  a r e a l  se n se , then we want to know who they  are*
O bviously, th en , we a lso  wished to  ob ta in  b a s ic  in form ation  on 
the demographic v a r ia b le s  o f  our survey p op u lation  in  order to  try  to  
answer q u estio n s such as what so r t  o f  peop le have most c o n ta c ts , who 
p e r c e iv e s  problems and who might be w i l l in g  to  lend  a hand.
F in a lly  we had the aim o f  p rovid in g  feedback on the r e s u lt s  o f  
our survey to  the m ental handicap se r v ic e  managers, o th er policy-m akers  
and in vo lved  a g en ts , and to  the care s t a f f  o f  the group homes, so  th a t  
any im p lic a tio n s  from our study would be s e r io u s ly  con sid ered . In  f a c t  
a la r g e  m eeting took p lace  fo r  p r e c is e ly  th is  purpose on November 25th , 
1987, and w r itte n  feedback  was a lso  c ir c u la te d  in te r n a l ly  w ith in  the  
S t .  M ich ael's  House s e r v ic e  and e x te r n a lly  to  in te r e s te d  p a r t ie s .
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A ttitu d es
The concept o f  a t t itu d e s  can present d i f f i c u l t i e s  in  d e f in it io n ,  
and the r e la t io n sh ip  o f  a t t itu d e s  to  "behaviour i s  by no means a sim ple one 
(F e s tin g e r  1957 > Fazio and Zanna 1981). The term “a t t itu d e s ” w i l l  be 
used in  a broad sense to  in clud e a l l  rea c tio n s  by others to m entally  
handicapped people b ein g  p laced  w ith in  the community, and to  group homes and 
the in d iv id u a l r e s id e n ts ,  as w ell as r e la te d  i s s u e s .  Altman (1981) summarises 
the current research  m ethodologies in  the study o f  a t t itu d e s  to people  
w ith  m ental handicap. He ou tlin ed  three broad approaches: (a ) p ic tu r e -
ranking (b ) so c iom etr ic  methods and (c )  p e n c il and paper surveys.
Other methods in clud e in terv iew s, sem i-stru ctu re  open-ended q u estio n s, 
conten t a n a ly s is  o f  ra d io , T.V. and newspaper item s and exam ination o f  
a c tu a l decision-m aking and policy-m aking.
There was a need fo r  our survey method to be rep eatab le s in ce  there  
was a good chance o f  i t  b ein g  broadened to in clud e other areas in  Ire la n d , 
form ing part o f  a la r g er  s c a le  study undertaken  by Roy McConkey. In  
f a c t ,  th is  came about, and other research  a s s is ta n ts  carr ied  out x>arallel 
surveys o f  group home neighbourhoods in  sev era l towns and rural neighbour­
hoods both in  the Rep. o f Ireland and Northern Irelan d .
A stru ctu red  q u estion naire method was chosen as other methods, such  
as p ictu re-ran k in g  or sem antic d if f e r e n t ia l  techniques seemed e ith e r  
inappropriate or too involved  to adapt to  our ta sk . But w ith in  the  
chosen q u estion n a ire  method a number o f  ch o ices had to be made.
We r e je c te d  the p o s s ib i l i t y  o f  a p o s ta l q u estion na ire  because t h is  
can have a high non-response r a te . As the immediate neighbours o f  the  
group home were a focus o f our in t e r e s t ,  we could not r isk  lo s in g  
in form ation  from them.
A structured  or sem i-structured  open-ended in terv iew  technique could  
have been used . The advantage o f  th is  method i s  th at a l o t  o f  u s e fu l
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■ q u a lita tiv e  in form ation  may be e l i c i t e d .  Some f in e  d is t in c t io n s  can 
be brought out when respondents are a llow ed  to  express in  t h e ir  own 
words t h e ir  a t t i t u d e s ,  experience and f e e l in g s  on a to p ic .  But one 
d isadvantage i s  th a t th is  method can be com paratively  more su sc e p t ib le  
to  resp on se b ia s  fa c to r s  such as s o c ia l  d e s ir a b i l i t y .  Another drawback 
i s  th a t in com p lete , inadequate or l e s s  a r t ic u la t e  responses can r e s u l t  
in  a g rea t lo s s  o f p o te n t ia l  in form ation . Open-ended answers can a ls o  
p resen t problems o f  in te r p r e ta t io n , c a te g o r is a t io n  and experim enter  
b i a s . ...
N e v e r th e le ss , we decided  to in c lu d e  th ree  or fou r  open-ended  
q u estio n s  in  our su rvey , but w ith in  a co n tex t o f  a m ajority  o f  c lo se d  
q u e s tio n s .
Comparing experience w ith  no experience  
One e s s e n t ia l  aim was to  examine the a c tu a l exp erien ce and a t t i tu d e s  
o f  neighbours in  an area w ith  an e x is t in g  group home in  comparison w ith  
th e  a t t i tu d e s  o f  neighbours w ith  no such exp er ien ce . I t  would have been  
p re fe r a b le  to  look  a t  a t t itu d e s  b efore a group home was s e t  up, and then , 
one or two y ea rs  l a t e r ,  measure the a t t itu d e s  o f  the same respondents  
in  the l i g h t  o f  th e ir  a c tu a l ex p erien ce . lim e r e s t r ic t io n s  fo r  t h is  
study ru led  ou t th a t op tio n .
I t  was decided  in s te a d  to  compare two areas which had an e x i s t in g  
group home w ith  two s im ila r  areas w ith  no group home in  terms o f  
p ercep tio n  o f  problem s, r e a l  or p o te n t ia l ,  and in  terms o f  b e n e f i t s .
Degree o f  C ontact 
A major area o f  in t e r e s t  was how much co n ta ct th ere was between  
r e s id e n ts  and s t a f f  o f  group homes and th e ir  neighbours in  the v i c i n i t y .  
For comparison purposes we would a ls o  need to  know how much co n ta c t  
a respondent had w ith  any oth er neighbours, so i t  was decided  to  in c lu d e  
a s e c t io n  d esigned  to  measure “n e ig h b o u r lin e ss” and community involvem ent 
in  g en era l.
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W illin g n ess  to  h e lp
Because f i n a l l y  we were concerned w ith  p r a c t ic a l  ways o f im proving
community in te g r a t io n  we wanted to  ob ta in  a measure o f  how much
p o te n t ia l  h e lp  and involvem ent th ere was in  the community. So we
decided  to  in c lu d e  a s e c t io n ,  both fo r  groups w ith  and w ithout group
homes, a sk in g  in  some d e t a i l  how much, i f  any, commitment they might be
prepared to  g iv e  i f  they  were asked to  provide company or a s s is ta n c e
fo r  th e ir  m en ta lly  hanicapped neighbours.
Comparing P r iv a te  w ith  Corporation Housing
I t  i s  a p r a c t ic a l  p o lic y  q u estion  whether group homes should be
provided w ith in  the corporation  housing sto ck  or as p r iv a te  h ou ses.
There are advantages and disadvantages to  both , and in  Dublin both
types o f  group home o p era te . W hilst the type o f  hou sing  was p red ic ted
to  be an im portant fa c to r  un derly in g  a t t itu d e s  and c o n ta c t , i t
could  be expected  to  co-vary  w ith s o c ia l  economic and ed u cation a l c la s s .
D esp ite  d i f f i c u l t i e s  o f  te a s in g  th ese  out we had th e  type o f  h ou sing ,
corp oration  or p r iv a te ,  as one o f  our main v a r ia b le s .
D ecid in g  which group homes and the scope o f  the study
F ind ing  two neighbourhoods w ith  ty p ic a l group homes, one in  a
corp oration  e s ta t e  and one in  a p r iv a te  e s t a t e ,  d id  n o t p resen t any
se r io u s  problems in  D ublin . We had two m eetings w ith  th e s e r v ic e
managers ana exp la in ed  the broad aims ana nature o f  the survey, and a
l o t  o f  in t e r e s t  was shown in  our stud y .
I t  was decided  th a t our group homes should be ones where the
r e s id e n ts  were s e v e r e ly  m entally  handicapped ra th er  than m ild ly  m en ta lly
handicapped fo r  se v e r a l reason s. F i r s t ,  to  the gen era l p u b lic  a
se v e r e ly  handicapped in d iv id u a l i s  more in s ta n t ly  v i s i b l e  and d e fin e a b le
than a m ild ly  m en ta lly  handicapped person . This should exclude any p o s s ib l
con fu sion  over term s. Second, the survey r e s u lt s  are more l i k e ly
to  be capable o f  b e in g  ex trap o la ted  from sev ere  handicap to  m ild
handicap than v ic e  v e r sa . I f  we had used group homes fo r  people w ith
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m ild  m ental handicap the obvious q u a l i f ic a t io n  could  be made th a t  
more problems could  a r is e  w ith  more se v e r e ly  handicapped r e s id e n ts .
Some apprehension was f e l t  about our ask in g  about problems 
in  ca se  th is  m ight s t i r  up i l l - f e e l i n g .  But most o f  th ese  m isg iv in g s  
d is s ip a te d  when i t  came to  examining the a c tu a l q u estio n  fram es.
For obvious reasons th ere  should be no q u estion s which could r e f l e c t  
p e r so n a lly  on in d iv id u a l r e s id e n ts  or s t a f f  in  the group homes.
As a r e s u lt  o f  th ese  d isc u ss io n s  some q u estion s were added or 
amended. For example, i t  was poin ted  out th a t i t  would be h ig h ly  
r e le v a n t  to  enquire n o t on ly  about n eigh b ou rs1 co n ta ct w ith  the group 
home r e s id e n ts  but a ls o  w ith  the s t a f f .
The s t a f f  o f  the group homes were con su lted  b efore  beginn ing the  
su rvey , and asked fo r  any comments, a d d itio n s  or o b je c t io n s , and we 
prom ised to  provide f u l l  feedback o f  the r e s u lt s  o f  the survey. • In  
f a c t ,  th ere  were no o b je c t io n s  but g rea t in t e r e s t  was expressed  in  : 
knowing the survey r e s u l t s .  I d e a l ly ,  fo r  the no-group-home areas  
we would have lik e d  two lo c a t io n s ,  one corp oration  and one p r iv a te ,  
where group homes were a c tu a lly  planned to  be opened. In the even t t h is  
p resen ted  problems o f  m atching c r i t e r ia  w ith  the e x is t in g  group home 
neighbourhoods, as w e ll  as r e s is ta n c e  to  p rov id in g  perm ission  fo r  the  
survey  in  ca se  i t  s t ir r e d  up p o te n t ia l o p p o sit io n .
The “Threat” C ondition
But we reasoned , as d id  K astner e t  a l .  (1979) th a t i t  would be 
enough fo r  neighbours to  th in k  th a t a group home may be s e t  up near  
th e ir  own home fo r  t h is  to  rep resen t a r e a l i s t i c  c o n d itio n . Two 
neighbourhoods were chosen th a t matched the group home neighbourhoods 
•in terms o f  e ith e r  p r iv a te  or corp oration  h ou sing , and as s im ila r  as 
p o s s ib le  in  terms o f  genera l area lo c a tio n ,a g e  o f  houses and s o c ia l  
com p osition . Respondents in  th ese  areas were to  be asked about t h e ir  
a t t i t u d e s ,  " i f  a house fo r  th ree or four m en ta lly  handicapped p eop le  
w ith  one or two care s t a f f  s ta r te d  up in  your neighbourhood, fo r
; m s
example, a t  th a t house over there/down the road/round the corner, 
which i s  vacant" .
Sample s iz e
Although the terms neighbourhood and area have been used  
in terchan geab ly  a d iscr im in a tio n  can be made between the immediate 
neighbourhood o f  a s p e c i f i c  house and the w ider area or d i s t r i c t .
The immediate neighbourhood cou ld , fo r  example, be d efin ed  as the 4 c lo s e s t  
houses or the 10 c l o s e s t .  The area might be d efin ed  in  terms o f  
housing e s t a t e ,  p o s ta l area or p a r ish .
We wanted a sample o f  neighbourhood a t t itu d e s  th a t would r e f l e c t  
both the area , f o r  example, in  terms o f  corp oration  e s t a t e ,  and th ose  
houses in  the immediate v i c in i t y  o f  th e  a c tu a l or p o te n t ia l  group home 
w ith in  th a t a rea . I t  should in clud e th ose  houses th a t , due to  th e ir  
p roxim ity , might be expected  to have heard about the group homes 
e x is te n c e .
Sampling o n ly  immediate neighbours1 a t t itu d e s  would be too  
r e s t r i c t iv e  and u n rep resen ta tiv e . Taking the 100 most proxim ate households  
would c e r ta in ly  p rovid e a comprehensive sample o f  both neighbourhood and 
area , but the more o u t ly in g  houses might over-rep resen t th ose households 
having minimal co n ta c t w ith  the group home. As th ere were a ls o  c o n s tr a in ts  
on time and energy a sample s iz e  o f  50 per neighbourhood was chosen  
as the optim al number. S ince we were examining 4 neighbourhoods in  a l l ,  
t h is  would make f o r  a reasonably re sp e c ta b le  t o t a l  sample s iz e  o f  200. 
Sampling Method
A p relim in ary  v i s i t  was made to  a l l  4 neighbourhoods to  check t h e ‘l i e  
o f  the land” and maps were made o f  the s t r e e t s  and house numbers in  the  
v ic in i t y  o f  the ta r g e t  home. On the maps a c i r c l e  or e l l ip s e  was drawn 
to  in c lu d e  th e  s p e c i f i c  62 houses c lo s e s t  to  the group home. A llow ing  
fo r  a 20% r a te  o f  r e fu s a ls  and n on -con tactab les th is  was expected  to  
come down to  a f ig u r e  o f  SO respondents per neighbourhood.
From the e le c t o r a l  r e g is t e r  a l i s t  was made o f  a l l  occupants o f
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th e se  62 h o u ses. I t  was decided to  take on ly  one respondent from  
each h ou se(h o ld ) on the assum ption th a t a grea t d ea l o f  in f lu e n c e  and 
contam ination  would r e s u l t  i f  two or more respondents from the same 
fa m ily  were used .
I t  was f e l t  p re fer a b le  to  have a named respondent, chosen randomly 
from th e e le c to r a l  r e g i s t e r ,  to  avoid  b ia se s  o f  the sample. Taking the  
f i r s t  person to  answer the door can r e s u lt  in  too  many unemployed peop le  
or mothers working a t  home b ein g  in clud ed  in  the sample. Our. sample 
then  in clud ed  on ly  th ose  over the age o f  18 years who were on the e le c t o r a l  
r e g i s t e r  and who were s t i l l  l i v in g  a t  home.
A random s e le c t io n  method was used to  id e n t i fy  each named respondent 
from each household . I f  th is  person was n ot a t  home on our f i r s t  v i s i t  
we made an appointment to  c a l l  again  a t  a time expected  to  be co n ven ien t. 
I f ,  a f t e r  the second v i s i t  to  the house, our named respondent was s t i l l  
n o t in  we asked fo r  th e person in  the house c lo s e s t  in  age to  our named 
respondent to  com plete th e q u estion n a ire  fo r  u s .
I f  no-one answered the door two fu r th er  v i s i t s  were made b efo re  
cou n tin g  th is  as a n o n -co n ta c ta b ie . I f  the named respondent re fu sed  p o in t  
blank to  com plete th e  q u estion n a ire  th is  household was p erforce  excluded  
from the survey . F o rtu n ate ly  th is  was ra re .
I f  the named respondent had moved from the area the person in  the  
house c lo s e s t  in  age to  our named respondent was asked to com plete the  
q u estio n n a ire  fo r  u s . A gain, th is  was ra re .
In  f a c t  we had a f a i r l y  fr ie n d ly  re c e p tio n  o v e r a l l ,  most respondents  
b e in g  q u ite  happy about doing the survey once they  found out what i t  was 
about. In  one ty p ic a l  area , Lorcan Avenue, we encountered two d ir e c t  
r e f u s a ls ,  one empty house fo r  s a le ,  fou r n o n -co n ta c ta b les , and seven  ca ses  
where the c lo s e s t  in  age was su b s t itu te d  fo r  the named respondent who was 
u n a v a ila b le . More o fte n  than not i t  took .two or th ree v i s i t s  b e fo re  we 
found our named resp on d en ts•
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Each respondent was given  a "thank-you sh e e t” , cop ies  o f  which 
appear on t h i s  p a g e  . The ”thank-you sh e e t” fo r  the, areas w ith no 
group home has an extra explanatory d eb r ie fin g  s e c t io n , and verbal 
d e b r ie fin g  was a lso  g iven  a f te r  each q u estion naire had been f u l l y  
com pleted.
”Thank-you s h e e t” fo r  areas w ith  no group home
T H A N K -Y O U
We are very g r a te fu l to  you fo r  your help  w ith  our stud y . The fin d in g s  
w i l l  be used to  p lan b e t te r  se r v ic e s  fo r  m entally handicapped people  
in  the Dublin area . There are many hundreds l iv in g  w ith  aging parents and 
there i s  an urgent need to  plan what w i l l  happen to them when th e ir  parents 
are no lon ger ab le  to  care fo r  them.
WE KNOW OF NO PLANS TO OPEN A GROUP HOME IN YOUR NEIGHBOURHOOD 
However, there are many such homes in  a l l  parts o f D ublin, u su a lly  fo r  
between 4 to 8 m entally  handicapped people under the su p erv is ion  o f  paid  
members o f  s t a f f .
To date th ere have been very few problems expressed by neighbours. For 
example there have been no reports o f  e x ce ss iv e  n o is e , vandalism  or  
v io le n c e . House p r ic e s  have remained stead y . Some neighbours have 
become regu lar v i s i t o r s  to the home. In general grea t e f fo r t s  are  
made fo r  the home to  f i t  in to  the neighbourhood and whenever p o s s ib le ,  
handicapped people from th at d i s t r ic t  are housed there so th a t they can 
more e a s i ly  keep in  touch w ith th e ir  fam ily  and fr ie n d s .
I f  you would l i k e  fu rth er  inform ation about the survey or about m ental , 
handicap in  g en era l, p lea se  telephone Dublin 88 58 05 and ask to speak  
to  Dr Roy McConkey.
Once aga in , many thanks fo r  your h e lp .
"Thank-you s h e e t” fo r  areas which had a group home
.THANK-YOU
We are very  g r a te fu l to you fo r  your, h elp  w ith  our stu d y . The fin d in g s  
w i l l  be used to  p lan b e tte r  se r v ic e s  fo r  m entally  handicapped people in
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th e Dublin area . There are many hundreds l i v in g  w ith  ag in g  parents  
and th ere  i s  an urgent need to  p lan  what w i l l  happen to  them when th e ir  
parents are no lo n g er  ab le  to  care fo r  them.
I f  you would l i k e  fu r th er  in form ation  about the survey or what you  
m ight do to  h e lp , p le a se  telephone Dublin 88 58 05 and ask to  speak to  
Dr Roy McConkey.
Some m eth od olog ica l c o n s id e r a tio n s . Problems w ith some prev ious s tu d ie s
The s tu d ie s  review ed in  the In trod u ction  broadly conformed to  
standards o f  a ccep ta b le  m ethodology. One which d id  n ot do so was th a t  
o f  Manning (1987) who asked some in te r e s t in g  q u estion s about community 
care u s in g  a p o s ta l q u estion n a ire  survey method. U n fortu n ate ly , only  
6 l  respondents s e n t  back com pleted form s, and th is  rep resen ted  on ly  
19*7% o f  her sample p op u la tion , so th a t the r e p r e se n ta tiv e  v a l i d i t y  o f  
her f in d in g s  must be r e je c te d .
In  o th er  s tu d ie s  l e s s  ser io u s  but s t i l l  im portant r e se r v a tio n s  can 
be h e ld  about the in te r p r e ta t io n  o f  wording o f  q u e s tio n s . For example, 
i: i one study (Locker e t  a l .  1979) th e 30% o f respondents who sa id  they  
had no o b je c t io n s  to  the group home ”. . . . .  were con sid ered  to  be in  
favour o f  the h o s t e l11. ( p .818) which i s  ra th er  a q u a lita t iv e  le a p  o f
in te r p r e ta t io n .
S im ila r ly , both  the P r e s id e n t’s Committee study (1975) and the  
K astner e t  a l .  study (1979) in te r p r e t  not o b je c t in g , or n ot s e e in g  
problems as b e in g  in  favour o f  a h o s te l .
R esearchers in v e s t ig a t in g  a c tu a l or p o te n t ia l concerns about group 
homes are caught in  a Catch 22 s i t u a t io n .  I f  they sim ply r e s t r i c t  the  
q u estio n  to  an open-ended form such a s , "Do you th ink  th ere  have been/w ould  
be any problem s?” they  m ight m iss out on a great d ea l o f  in form ation . 
Respondents may be r e lu c ta n t or unable to  come up w ith  c le a r  and d e ta ile d  
r e p l i e s .  Locker e t  a l .  (1979 ana 1981) used such open-ended q u e s tio n s ,  
and some o f  t h e ir  response c a te g o r ie s  were p r e d ic ta b ly  vague, such a s ,
”i t  would c r e a te  a n x ie ty  among the lo c a l  p o p u la tio n ,” Locker e t  al* do
n ot provide the exact wording o f th e ir  open-ended q u estio n  about problem s. 
But an in h eren t d i f f i c u l t y  w ith  open-ended q u estio n s i s  the b a s is  fo r  
c l a s s i f i c a t io n  o f  the resp on ses which may depend on the in te r p r e ta t io n  
and even in t u i t io n  o f  the research  worker.
At the o th er extrem e, the MENCAP p o ll  (1982) presen ted  respondents 
w ith  a l i s t  o f  14 p o te n t ia l problems and req u ired  them to  con sid er whether 
each and every problem might a r is e  i f  two m en ta lly  handicapped a d u lts  
took up res id en ce  n ext door. I t  i s  s ig n i f ic a n t  th a t a l l  the respondents  
picked  out a t  l e a s t  one o f  the problems from the l i s t i n g : -  we are a l l  used  
to  forms where th e r e  i s  som ething wrong i f  we end up w ith  a l l  YES's or 
a l f  NO’s .  .
In  our own q u estio n n a ire  we tr ie d  to  circum vent some o f  th ese  
d i f f i c u l t i e s  by f i r s t  p resen tin g  an open-ended q u estio n  about problems 
a n tic ip a te d  or experienced , fo llow ed  up by a l i s t i n g  o f  the 9 most 
fr e q u e n tly  mentioned problems which respondents were asked to  co n s id er .
A lso , as a counterbalance to problems ana r i s k s ,  we included  a 
q u estio n  about p o s s ib le  b e n e f it s  th a t might have come about from the group 
home, or i f  a group home opened in  the neighbourhood.
The design and construction of the questionnaire :
The areas o f  in t e r e s t  had a lready been d efin ed  as the degree and 
q u a lity  o f  co n ta ct w ith  the group home and the p eop le in  i t ,  the p ercep tio n  
o f  problem s, and the w ill in g n e s s  o f  neighbours t o  become more in v o lv e d .
In lo o k in g  a t  th ese  is s u e s  we wanted to  compare areas which a c tu a lly :  
had a group home w ith  areas th a t d id  n o t , and in  a d d it io n , to  c o n tr a s t  
areas o f  corp oration  housing w ith  areas o f  p r iv a te  h ou ses.
Contact: General neighbourly contacts
In  order to  examine con tact w ith the group home we needed to  o b ta in  
a b a s e - l in e  measure o f  the amount o f  co n ta c ts  th a t respondents had 
w ith in  th e ir  community a s id e  from th e  group home. I t  was h yp o th esised  th a t  
’’n e ig h b o u r lin e ss1* might be a v a r ia b le  in  i t s  own, r ig h t  in  determ ining
a ttx tu d e s  "towards group homes.   . ..
McConkey ( 1987) had examiq§<$ th is  a sp ec t o f  neighbourly  c o n ta c ts
in  a prev ious survey concerned w ith  knowledge o f  day care f a c i l i t i e s
fo r  peop le w ith  m ental handicap and a number o f  q u estio n s used in  th a t
survey were m od ified  fo r  use in  the p resen t study* We d efin ed  n e ig h b o u r li-
n ess  in  terms o f  how lo n g  respondents had l iv e d  th e r e , how many members
o f  the extended fa m ily  l iv e d  in  the same area , how many community a c t i v i t i e s
respondents took p art in ,  e .g .  going to  church or shopping lo c a l ly ,
how many households the respondents knew by name a t  l e a s t ,  and how much
co n ta ct th ey  had w ith  th e ir  neighbours. This theue o f  neighbourly  co n ta c ts
was covered by q u estio n s  1 , 2 , 3, 4 an(l 5 in  our q u estio n n a ire . In
q u estio n  6 we asked s p e c i f i c a l ly  about con tact w ith  d isa b led  peop le in
the neighbourhood and whether any were m en ta lly  handicapped.
Contact w ith  m en ta lly  handicapped people in  g en era l, and a t t itu d e s  
towards Community Care p o lic y
This was covered by q u estion s 6 , 7 and 7^ which are o f  a gen era l 
ra th er  than s p e c i f i c  n a tu re . There are good grounds fo r  ex p ectin g  th a t  
a gen era l a t t i t u d e ,  sa y , in  favour o f  community care does n o t n e c e s s a r i ly  
le a d  to  a s p e c i f i c  commitment fo r  example towards a group home in  your  
s t r e e t  ( Bern 1 9 7 0 )  . In  any ca se , we wanted a gen era l measure o f  
respondents co n ta c t w ith  people w ith  mental handicap and a t t itu d e  towards 
community care a g a in s t  which to s e t  th e ir  resp on ses to  the more s p e c i f i c  
q u estio n s which fo llo w .
C ontact w ith  Group Home or knowledge o f  i t s  e x is te n c e
This was covered  by q u estion s 8 , $ ,  10 and 11 . This s e c t io n  was 
fo r  the two areas where th ere was in  f a c t  a group home. The q u estio n s  are  
q u ite  d e ta ile d  because we needed to  a sc e r ta in  th a t respondents r e a l ly  d id  
know o f  the group home and what s o r t  o f  peop le l iv e d  th e r e , and e x a c t ly  
how much co n ta c t th ere  was. Otherwise respondents might have been  
a b le  to  confuse the group home w ith  la r g e r  mental handicap cen tres  w hich  
e x is te d  w ith in  a two m ile  ra d iu s, or they might have confused a fa m ily  
w ith  a m en ta lly  handicapped ch ild  fo r  the group home.
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P erceived  Problems* A ttitu d e s  towards or exp erien ce o f  neighbourhood  
group homes in  terms o f  problems or b e n e f it s
This was covered by q u estion s 12, 13 , 14, 15 and 16* Those 
respondents in  the group home areas were asked fo r  th e ir  a c tu a l exp erien ce  
whereas fo r  th o se  respondents in  no group home areas the q u estion s  
were framed in  terms o f:  " If a house fo r  th ree or fou r m entally
handicapped peop le w ith  one or two care s t a f f  s ta r te d  up in  your 
neighbourhood.. . . . . . .  do you th ink  th is  would g iv e  r i s e  to  any problems
in  the neighbourhood?"
Only a f t e r  the open-ended q u estion  were respondents asked whether 
th ey  a n t ic ip a te d  or had experienced any o f  th e  l i s t  o f  9 p o te n t ia l  
problem s. This l i s t  was kept reasonably sh o rt to  avoid  o v er -su g g estio n  
o f  p o s s ib le  problems but broad enough to  cover most p o s s i b i l i t i e s ,  and 
the s e le c t io n  was made on the b a s is  o f  frequency o f  c i ta t io n  in  the  
l i t e r a t u r e  as w e ll as mean frequency o f  i t s  s e le c t io n  as a problem in  
the MENCAP p o l l  (1982) and McConkey (1987)*
O bviously, in  t h is  s e c t io n  we were p a r t ic u la r ly  in te r e s te d  in  whether 
p eop le  in  th e areas w ith  no group homes a n t ic ip a te d  more or l e s s  problems 
than were a c tu a lly  experienced  by the peop le l i v in g  in  group home a r e a s .  
W illin g n ess  to  provide extra help  or involvem ent
This was covered in  the m u ltip le  q u estion  17 , though we would a ls o  
be comparing answers to  q u estion  23 which asks about previous or p resen t  
exp erien ce o f  v o lu n tary  work. This s e c t io n  was based on a r e a l  need to  
know how much p o te n t ia l  h e lp , con tact and involvem ent th ere m i^ it be w ith in  
the community.
Some care was taken in  th is  s e c t io n  to  try  to  m inim ise s o c ia l  
d e s ir a b i l i t y  e f f e c t s .  In stead  o f  ju s t  a w i l l in g  or u n w illin g  resp on se  
category  we in clu d ed  one o f  ,fPerhaps but w ouldn't have tlE tim e11, as an •
e a s ie r  le t - o u t  fo r  th ose  who don 't l ik e  to  say Ho. A lso , one item , 
" H elp in g  out the s t a f f  in  an emergency51, was expected  to  a llow  respondents  
to  show w i l l in g  on a t  l e a s t  th is  one item  and so n o t have to r e fu se  a l l  
i  terns o
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B asic  Demographic in form ation
Q uestions r e la t in g  to  age, sex , m arita l s ta tu s  and. educational 
h is to r y  (1 8 , 19 , 20, 21 and 22) appeared a t  the end because we reasoned  
there would be l e s s  re lu cta n ce  to g iv e  th is  by the time the respondent 
r e a l is e d  th a t th is  r e a l ly  was a harmless survey concerned w ith mental 
handicap. Q uestions on income were excluded as they can provoke 
angry or su sp ic io u s  responses e sp ec ia lly , in  a period o f  h igh unemployment 
but i t  was f e l t  reasonably  acceptab le to  in clu d e age r a n g e ,w o r k in g  s ta tu s  
and ed u cation al h is to r y  in  th is  data.
Stages in  q u estion n a ire  con stru ction
On the b a s is  o f  the defined  areas o f  in t e r e s t ,  previous surveys  and 
l i t e r a t u r e ,  and our prelim inary d iscu ssio n  w ith  se r v ic e  managers on the  
scope o f  the stu d y , a f i r s t  d raft q u estion naire was con stru cted .
■This was presen ted  a t  our second m eeting w ith se r v ic e  managers and 
concrete proposals were put forward and a d e ta ile d  exam ination was made 
o f the q u estion s item  by item . At th is  stage  some re-ord erin g  o f  s e c t io n s ,  
some changes o f  wording and some amendments were made. The p o in t was made
th a t ,e s p e c ia l ly  in  the case o f  the no group home neighbourhoods a
d eb r ie fin g  in form ation  l e a f l e t  was n ecessary . These neighbourhoods were 
trea ted  as the "threat" con d ition  (" I f  a group home opened a t  that house 
round the c o r n e r .. . . . " ) ,  and so i t  was important to  exp la in  that no such  
plan was in  f a c t  b ein g  considered a t  p resen t. Copies o f  th is  inform ation  
sh ee t appear in  the Appendices, as w e ll as a b r ie fe r  Thank You sh eet fo r  
those respondents in  the group home neighbourhoods.
The P i lo t  Study
A p i lo t  study was carr ied  out in  two adjacent housing lo c a tio n s  in  
Taney, Goatstown D ublin . The f i r s t  lo c a tio n  was a co u n c il house area 
w ith  m ainly s e t t le d  fa m ilie s  most o f  whom had bought out th e ir  own 
house and th ere were 10 respondents from th is  area , 5 male and 3 fem ale .
The second lo c a t io n  was a group o f  new, up-market sem i-detached p r iv a te  
houses, a l l  b e in g  rented  and there were 7 respondents, 3 male and 4 fem ale .
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There was on ly  one r e fu s a l from the co u n c il area but 4 r e fu s a ls  from 
the p r iv a te  area* We encountered no r e a l d i f f i c u l t i e s  in  the p r a c t ic a l  
ad m in ister in g  o f  the q u estion n a ire: the q u estion s were e a s i ly  understood
and th e  respondents found th e  ch o ice  o f  c a te g o r ie s  appropriate fo r  th e ir  
answers* The q u estio n n a ire  took on average about 15 minutes to  com plete, 
a llo w in g  fo r  th ose  who were in c lin e d  to  ta lk  a t  le n g th , but could be 
com pleted in  as l i t t l e  as 7 minutes by th ose who were p ressed  fo r  tim e.
As a r e s u l t  o f  th e  p i lo t  study we made some a l t e r a t io n s ,  a d d itio n s  
and r e -o r d e r in g  in  the q u estio n s , and th ese  are l i s t e d  below* Q uestion  
numbers r e fe r  to  the f in a l  v e r s io n .
Q uestion 5* The order o f  a c t i v i t i e s  was changed from sch oo l m eetings  
and church as the f i r s t  two mentioned a c t i v i t i e s  to  sp o rts  or o th er  
clu b s and pubs as the f i r s t  two. This was to  avo id  g iv in g  respondents a s e t  
towards moral or s o c ia l ly  r e sp o n sib le  answers.
Q uestions 6 and 7 . Q uestion 6 was in se r te d  because many peop le
are aware o f  d isa b led  p erson s, in c lu d in g  fo r  example p h y s ic a lly  handicapped  
p eop le but might n ot a u to m a tica lly  th ink  o f  m en ta lly  handicapped peop le  
as such , u n le ss  asked s p e c i f i c a l ly .  I t  was a lso  u s e fu l to  d is t in g u is h  
between neighbourhood co n ta ct and more gen era l c o n ta c t, e .g .  from work, 
r e la t iv e s  or fr ie n d s .
Q uestion 7X. A ll  respondents in  the p i lo t  study sa id  they  thought 
th a t the n a t io n a l p o l ic y  o f  having m en ta lly  handicapped people l i v in g  
w herever p o s s ib le  w ith in  the lo c a l  community was on the whole a good 
p o l ic y .  We wondered whether the a lte r n a t iv e  "on th e whole th is  i s  a 
bad p o licy "  was too markedly n eg a tiv e , and t h is  was changed to  "on the
whole a n ot so good p o lic y " .
The supplem entary open q u estion  "Why i s  th is? "  was added to  a llo w  
respondents to  c la r i f y  th e ir  p o s it io n  on t h i s ,  as i t  could  be a n t ic ip a te d  
th a t many peop le would th ink  th a t " it  depends. . . . . . d*V
Q uestions 13 (g ) and 13 ( i ) .  In the f i r s t  v e r s io n  th ese  had been
in  one condensed form "The m entalIv handicapped ceo n le  have been
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n o is y , v io le n t  o r  ir r e s p o n s ib le .” We f e l t  th a t the concepts o f  
n o is in e s s  was too  fa r  removed from ’’v io le n t  or ir r e s p o n s ib le ” , so th is  
q u estio n  was expanded in to  two f o r m s ( g )  The m en ta lly  handicapped 
peop le have been n o isy  and created  d istu rb a n ces, and ( i )  the m entally  
handicapped p eop le  have been v io le n t  or ir r e s p o n s ib le .
Q uestion 14* One respondent spontaneously  mentioned th a t we 
should  a ls o  ask about b e n e f it s  and advantages fo r  the neighbourhood, 
as w e ll  as sounding out about problems i f  a house fo r  th ree or fou r  
m en ta lly  handicapped peop le s ta r te d  up in  the neighbourhood.
I t  had a ls o  occurred to  o u rse lves th a t we needed another q u estio n , 
in  a d d itio n  to  Q.,8, to  e l i c i t  respondents p o t e n t ia l ly  p o s it iv e  a t t i tu d e s  
towards m en ta lly  handicapped people l i v in g  in  the neighbourhood, so  
Q.14 was added. In  p r a c t ic e  we obtained  fa r  more answers to  th is  
open-ended q u e stio n  about b e n e f its  than fo r  Q .8, p o s s ib ly  because i t  i s  
e a s ie r  fo r  respondents to  con sid er the s p e c i f i c  neighbourhood a sp ec ts  
than to  co n sid er  n a tio n a l p o lic y , or p o s s ib ly  b ecau se, by th is  s ta g e  in  
the q u estio n n a ire  respondents have c r y s t a l l i s e d  th e ir  thoughts and 
a t t itu d e s  ra th er  more c lo s e ly .
Q uestion 17 (d ) This was changed f r o m . . . . .  "come to your home on
a v i s i t  or fo r  a meal" t o ............."come to  your home on a v i s i t  or fo r  a
cup o f  tea" because we f e l t  th at fo r  many respondents "come fo r  a meal" 
might sound too  form al, u n fam iliar  or daunting.
Q uestion  17 ( f )  The o r ig in a l form o f t h is  was, "Involve the  
handicapped person  in  any community ev en ts" , but we f e l t  th is  was too  
p red ic ta b le  -  o f  course they would -  and too  vague -  what counts as  
a community event? So we s u b s t itu te d  the form "make a p o in t o f  ta lk in g  
to  the p e r s o n . . . . . ” as th is  probably r e f le c t e d  more everyday r e a l i t y .
Q uestion 24* F in a l ly  we f e l t  i t  was m arg in a lly  p refera b le  to  
ask s p e c i f i c a l ly  fo r  comments about m en ta lly  handicapped people l i v i n g  
in  the community ra th er  than about "the survey"•
155
D escr ip tio n  o f  Sample
Our sample c o n s is te d  o f  40*5/6 male and 59*5/2 fem ale respondents.
T his m ild im balance was crea ted  by our s e le c t io n  procedure fo r  the  
e v e n tu a lity  o f  the named respondent b ein g  u n a v a ila b le  on two o cc a s io n s : -  
m ales seem to  be ou t o f  the house more o fte n . In  f a c t  th ere i s  a ls o  a 
se x  imbalance in  D ublin , b e in g  fem ale and 44/^ male which would a lso  be 
r e f le c t e d  in  our own f ig u r e s .
But our s e le c t io n  procedures had the advantage o f  p reserv in g  a good 
age d is t r ib u t io n .  This i s  shorn in  Table 1 below and th is  approximated 
v ery  w e ll to  the N ation a l Census d is tr ib u t io n .
Table 1
Age in  years Less than 20 20-39 40-59 60 +
Percentage 1 1 .5 3 7 .0 4 2 .5 9 .0
In  terms o f  ed u ca tion , 72.5% o f  our sample had l e f t  sch oo l a t  age 15 
y e a r s , 23.0% went on to  s i t  Leaving C e r t if ic a te  and 4*5% had gone on to  
3rd l e v e l  ed u cation .
Table 2 below shows the employment s ta tu s .
Table 2
S ta tu s Employed 
P u ll—tim e
Employed
P art-tim e
Student Unemployed Housewife R e tir e
P ercentage 29 .0 6 .5 2 .5 16.0 4 0 .5 5 .5
In  terms o f  m a r ita l s ta tu s ,  22.5% were s in g le .  2 8 .5/o were m arried  
but w ith  no c h ild r e n , or w ith  grown-up ch i 1 dren, and 49• 0/• were married w ith  
one or more c h ild r en  under the age o f  16 y e a r s .
One o f  our main v a r ia b le s  was whether the housing  was p r iv a te  or  
p u b lic  -  two areas were p r iv a te  housing areas and two areas were 
corp oration  e s t a t e s .  This more or  Jess corresponded to  an owned versu s
ren ted  d is t in c t io n ,  except th a t th ree  respondents were ren tin g  houses 
in  th e p r iv a te  se c to r  and two rented  corp oration  houses were a lso  
lo c a te d  in  the p r iv a te  hou sing  a rea s . This meant th a t 52*5/s o f  
respondents were ren t-p ayers and 47*5% were ow ner-occupiers.
The Four Survey Areas
The account g iven  below i s  p a r tly  o b je c t iv e , based on some o f  our 
r e s u l t s  d ata , and p a r tly  a su b je c t iv e  d esc r ip tio n .b a se d  on the im pressions  
o f  th e w r ite r . I t  i s  meant to  convey a broad im pression  and fla v o u r  
o f  th e  a rea s .
Maps o f  the lo c a t io n  w ith in  Dublin and the d e ta ile d  s t r e e t  and house 
p o s it io n s  can be found in  the A ppendices.
( l )  Lorcan Avenue
Lorcan Avenue i s  s itu a te d  in  th e  Beax^ont area o f  the N orthside  
o f  D ublin , Grid R eference 175395 on the l /2 0 ,0 0 0  O.S. Map o f  D ublin.
The houses were b u i l t  in  1974 .and although some had been corporation  
houses o r ig in a l ly ,  n ea r ly  a l l  those ten an ts had s in c e  bought out th e ir  
own h ou se . I t  i s  e s s e n t ia l ly  a s e t t le d  area o f  p r iv a te  housing .
92% o f  respondents have been l i v in g  th ere  fo r  over 5 y e a r s .
In  appearance most houses ana gardens looked w e ll cared fo r  and 
m aintained  and many houses d isp layed  Neighbourhood Watch s t ic k e r s .  The 
ch ild r e n  in  the area behaved ap p rop ria te ly  on th e  s t r e e t s  and none were 
•’running w ild ”.
Most houses were occupied by fa m il ie s  where the parents were in  th e ir  
t h i r t i e s  or f o r t ie s  and most fa m ilie s  had a t  l e a s t  one wage-ee.rner, 
u s u a lly  th e fa th e r . 14/t o f  respondents described; them selves as unemployed 
and t h is  i s  c lo s e  to  the n a tio n a l average o f  about 18%, tak in g  account 
th a t our sample d id n 't  in c lu d e the unemployed youths under 18 y e a r s .
; Most fa m ilie s  could be described  as re sp ec ta b le  working c la s s  w ith
s k i l l e d  or s e m i-s k ille d  w age;earners. 'W h i l s t  most respondents had l e f t
sch o o l b efore  13 years {66}o)f a s iz e a b le  m in ority  ( 32%) had gone on to
s i t  " leav in g  c e r t i f i c a t e  and one respondent, had gone on to  5rd l e v e l  ed u ca tion
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(2 )  Elm Mount Avenue
Elm Mount Avenue and Dromawling Road are a ls o  in  the Beaumont area 
o f  the North s id e  o f  D ublin , Grid R eference 178 584 on the 1 /2 0 ,0 0 0
O.S. Map o f  D ublin , and on ly  about J  m ile  away from Lorcan Avenue,
These houses had always been p r iv a te  and were b u i l t  in  1954* I t  i s  f a i r l y  
q uiet and very  w e ll  s e t t l e d  neighbourhood, w ith  94% o f  respondents l i v in g  
th ere  fo r  over 5 y e a r s .
Most houses and gardens looked very  w e ll cared fo r . Very few  
c h ild r e n  were to  be seen  on the s t r e e t s  and many respondents had grown-up 
c h ild r e n .
The number o f  unemployed respondents was low (2%) which i s  w e ll below  
th e  n a t io n a l average. Most fa m ilie s  probably f e l l  in to  the low er m id d le-  
c la s s  ca teg o ry , but 50% o f  respondents had l e f t  sch o o l before the age o f  
15 y e a r s . 36% had done le a v in g  c e r t i f i c a t e  and 14% had gone on to  
3rd l e v e l  ed u cation , A number o f  r e s id e n ts  commented th a t i t  r e a l ly  was 
a q u ie t ,  p le a sa n t neighbourhood and th a t th ere  was never any tr o u b le ,
(3 )  Dunard S s ta te
Dunard E sta te  i s  in  the Cabra area on the north  s id e  o f  Dublin  
s itu a te d  a t  Grid R eference 133 356 on the 1 /2 0 ,0 0 0  O.S. Map o f  D ublin .
I t  i s  a corp oration  e s t a t e ,  96% o f  respondents r e n tin g  th e ir  houses from 
th e  c o u n c il ,  though one respondent sa id  the house was rented  p r iv a te ly  
(p o s s ib ly  a g a in s t  r e g u la tio n s )  and one waff buying out the house from  
th e  corp o ra tio n . No-one had l iv e d  there lon ger than 5 ye?rs because th e  
e s t a t e  was on ly  b u i l t  in  1983> and i t  wouiu count as one o f  th e  b e s t  
areas o f  corp oration  housing , each house having gardens a t  fr o n t  and back, 
p ark ing sp ace, and o f  q u ite  accep tab le  d es ig n , b u i l t  o f  red  b r ic k .
The p la y in g  f i e l d  on the e s ta te  i s  used a l o t  fo r  so ccer  and f o o t b a l l .  
C hildren  were very much in  ev id en ce, p la y in g  around the e s t a t e ,  but n o t  
running w ild . Most houses seemed to  be q u ite  w e ll  m aintained both  in s id e  
and o u ts id e  and many r e s id e n ts  had a lready taken s te p s  to  up-grade t h e ir  
porch areas and windows.
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Most families were probably either upper or lower working class.
There were 18% o f  our sample o f  respondents who d escr ib ed  them selves as 
■unemployed. As we in clud ed  on ly  th ose  who were on th e e le c t o r a l  r e g i s t e r ,  
t h i s  would n ot take in to  account the very  high percentage o f  unemployed
youths between 15 and 18 y ears o f age, o f  whom th ere  were p le n ty  to  be seen
on th e e s t a t e .
56% o f  our respondents on Dunard E sta te  were married w ith  one or more 
c h ild r en  under 16 y ears  and a fu r th er  24% were m arried w ith  no c h ild r e n .
Of our sam ple, had l e f t  sch oo l a t  15 years and on ly  2% were in v o lv ed  in
3rd l e v e l  ed u cation .
O verall we r e c e iv e d  a reasonably fr ie n d ly  response to  our s u r v e jr  in  
t h i s  a rea .
( 4 ) B lackhorse Grove
This sm all e s t a t e  i s  very  c lo s e  to  Dunard E sta te  but w e ll sep arated  
by a ra ilw ay  l in e  and an area o f  o ld er  p r iv a te  h ou sing . I t  i s  in  Cabra 
on the north  s id e  o f  D ublin s itu a te d  a t  Grid R eference 137 355 on the  
1 /2 0 ,0 0 0  0 .3 ,  la p  o f  D ublin . Like Dunard, B lackhorse Grove i s  a ls o  an 
area o f  corp oration  housing  and was b u i l t  in  1980. 76% o f  respondents had
l iv e d  th ere  fo r  more than 5 y e a r s , and a l l  but one were co u n c il r e n t-p a y e r s .
Like Dunard, the B lackhorse Grove houses were b u i l t  to  a reason ab le  
standard in  red b r ick  and th e i n i t i a l  appearance o f  the e s ta t e  was 
reason ab ly  a t t r a c t iv e .  But w ith in  5 minutes a v i s i t o r  would n o t ic e  th a t  
many houses and gardens were poorly  m aintainedf th ere was broken g la s s  
in  some p arts  o f  the s t r e e t  and many ch ild ren  seemed e i th e r  n o t under 
a d u lt  su p erv is io n  or unresponsive to  i t .
Some respondents seemed to  be i n i t i a l l y  su sp ic io u s  th a t we, th e
in te r v ie w e r s , were S o c ia l W elfare in v e s t ig a to r s ,  and many were u n fr ie n d ly
or r e lu c ta n t  to  p a r t ic ip a te  in  th e survey. A l o t  o f  respondents com plained
th a t  th ere was n o t enough co n tro l over the ch ild r en  in  the e s t a t e ,  and in
f a c t  during the survey a gang o f  ch ild ren  were to  be seen  break ing a window
by throw ing sto n es a t  one house.
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There was extrem ely h igh  unemployment in  the e s ta te  w ith  30/o 
d e sc r ib in g  them selves as unemployed, and on ly  ±6% o f  respondents adm itted  
to  b e in g  in  f u l l - t im e  employment. The v a s t  m ajority  ( 96 0^) had l e f t  
sch o o l a t  or b efo re  age IS y ea rs .
One person who knew the area d escrib ed  the d if fe r e n c e  between the  
two corp oration  e s ta te s  as fo llo w s: "Most peop le in  B lackhorse Grove would
r a th er  l i v e  in  Dunard E sta te" .
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R E S U L T S
The data were an a lysed  on computer u s in g  the S t a t i s t i c a l  Package 
fo r  the S o c ia l S c ien ces  (S .P .S .S . — P C) programme. S in ce  n early  a l l  our 
data were c a te g o r ic a l we used ch i-sq u are a n a lyses to  examine the 
r e la t io n s h ip s  between v a r ia b le s .  S in ce a la r g e  number o f  an a lyses o f  
v a r ia b le s  had to  be made, a s ig n if ic a n c e  l e v e l  o f  1% (P < .0  .0  1) was 
chosen as an a ccep ta b le  l e v e l  a t  which to  r e j e c t  the n u ll  h y p o th e s is .
C ontact w ith  M entally  Handicapped People
In  t h is  s e c t io n  we lo o k  a t  the amount o f  co n ta c t w ith  m enta lly  
handicapped p eop le in  comparison w ith  co n ta ct w ith  o th ers w ith in  the  
community. Many p rev ious s tu d ie s  have examined co n ta c ts  which the m en ta lly  
handicapped in d iv id u a ls  have w ith in 'th e  community (McConkey e t  a l ,  1982 
McConkey e t  a l .  1983* F e lc e  e t  a l .  1985)* Our r e s u lt s  r e f l e c t  the amount 
o f  co n ta ct th a t respondents w ith in  the 4 neighbourhoods have had w ith  
m en ta lly  handicapped p eo p le .
Table 3 below shows the answers to  (£.6 a sk in g  what co n ta ct respondents  
have had w ith  d isa b le d  peop le in  th e ir  neighbourhood.
Table 3 C ontact w ith  d isa b led  people
No co n ta c t Seen them around O ccasional
m eetings
Regular
C ontact
43.0% 36.0% 6.5% 14.5^o
Even though two o f  th e  areas had group homes, 43/o o f  respondents sa id  
th ey  had had no co n ta c t w ith  any d isa b led  peop le in  th e ir  neighbourhood, 
and a fu r th er  56% had on ly  "seen them around”.
The fo llo w -u p  q u estio n  asked whether any o f  the d isa b led  p eop le  were 
m en ta lly  handicapped and 74*5% were in  fa c t  m en ta lly  handicapped w h ils t  
25 . 5% had some o th er  d i s a b i l i t y .
Q u e s t io n  7 asked what con tact respondents had had w ith  m en ta lly
handicapped p eop le in  gen era l rath er than ju s t  lo c a l ly ,  and s tr e s s e d
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th a t  t h is  in clu d ed  c h ild r en  as w e ll as a d u lt s .  Table 4 shows the  
r e s u l t s .
Table 4 General co n ta c t w ith  m entally  handicapped peop le
iMo Contact Seen them around Occasional
Meetings
Regular
Contact
33.5% 29.0% 15 . 0% 22 . 5%
A gain, t h is  shows a h igh  t o t a l  o f  62*5% who had had e i th e r  no co n ta c t  
or f,ju s t  seen  them around”. Some o f  the 22.5% who had had reg u la r  co n ta c t  
would have had the co n ta c t in  the p a st  but n ot a t  p resen t.
There were no s t a t i s t i c a l l y  s ig n i f ic a n t  sex  d if fe r e n c e s  fo r  e i th e r  
co n ta c t w ith  d isa b led  people and/or m en ta lly  handicapped peop le in  the  
neighbourhood, nor fo r  gen era l con tact w ith  m en ta lly  handicapped p eo p le .
In  the n ex t s e c t io n  we con sid er how th is  degree o f  co n ta c t w ith  
m en ta lly  handicapped people compares w ith  o th er  forms o f  community 
c o n ta c ts .
Community co n ta c ts  and a c t i v i t i e s  in  gen era l
C lea r ly  i f  neighbours had no con ta c t s  w ith  each o th er  in  any c a s e ,  
th e f a c t  th a t they  a ls o  had none w ith  m en ta lly  handicapped r e s id e n ts  would 
mean v ery  l i t t l e .  We took a number o f  measures o f  community in volvem en t, 
th e se  b e in g  len g th  o f  res id en cy  in  neighbourhood, number o f  fa m il ie s  known, 
and whether any were r e la t iv e s ,  a d ir e c t  q u estion  on amount o f  n e igh b ou rly  
c o n ta c t , and a c h e c k - l i s t  o f  the number o f  community a c t i v i t i e s  th a t  
r e s id e n ts  were in v o lv ed  in .
In a l l  65. 5% o f  our sample had l iv e d  over 5 years in  t h e ir  neighbourhoo  
and o n ly  7*5% bad l iv e d  th ere l e s s  than 2 y e a r s . These would a l l  count 
as s e t t l e d  neighbourhoods:- even in  Dunard Road E s ta te , which was o n ly  
b u i l t  5k  years ago. 84% had l iv e d  th ere from the b eg in n in g  ana had 
remained th e r e .
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A m ajority  o f  our sample (58«5/'=) were involved  in  3 or more o f  
th ese  a c t i v i t i e s .
Knowledge of the Group Home
the previous se c t io n  was r e f le c te d  in  knowledge o f  the group homes in
the two neighbourhoods concerned. To d o /th is  we f i r s t  needed to  check th a t  
the two group home neighbourhoods were not a ty p ic a l in  terms o f  neighbourhood 
involvem ent and fa m il ia r ity .  A s t a t i s t i c a l  comparison was made between 
the group home areas and the no group home areas on a l l  the n eigh b ou rliness  
fa c to r s  o u tlin ed  in  th e previous s e c t io n , i . e .  len gth  o f  resid en cy , number 
o f  fa m ilie s  known how many were r e la te d , amount o f  con tact w ith  neighbours 
and the c h e c k - l i s t  o f  lo c a l  a c t i v i t i e s .
In  f a c t ,  there were s t a t i s t i c a l  d iffe r e n c e s  (p = C O 0 1  on ch i-square  
t e s t s )  on the fa c to r s  o f  len g th  o f res id en cy , number o f  fa m ilie s  known, 
and how many were r e la te d , but th ese  were a l l  r e la te d  to  the h is to r y  o f  
Blackhorse Grove and Dunard Road which was d iscu ssed  in  the Methodology 
s e c t io n . There was no s ig n if ic a n t  d iffe r e n c e  between the group home areas  
and no group home areas in  terms o f  the degree o f con tact w ith  neighbours 
or in  terms o f  the amount o f  lo c a l  a c t i v i t i e s  that people were in vo lved  in .
Over the two group home areas 75/0 o f  respondents knew th a t there was 
a group home in  th e ir  neighbourhood. 3u t there was a s ig n if ic a n t  d iffe r e n c e  
between the two group home areas.
Table 7 . Percenteye o f  people who knew the group homes in  Dublin
Knew House Don't know Said "None"
Lorcan Avenue 92# 4% 4%
Dunard Road 5 6% 24% 20#
O verall 14% 14% 12#
Chi = 16 .86  , p < 0-0002
In the D iscu ssion  the reasons fo r  th is  d iffe r e n c e  are con sid ered . 
We carr ied  out a n a lyses to  examine whether knowing about th e group home
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E xactly  50% o f  our sample knew over 15 other fa m il ie s  w ith in  the  
neighbourhood. Table 5 below shows the number o f  neighbouring fa m il ie s  
known to  the respondent.
Table 5 Number o f  fa m il ie s  known
NONE 1 or 2 
F am ilies
5 to  5
F am ilies
6 to  15 
F am ilies
More than 
15 fa m il ie s
0 .5 5 .5 16.0 2 8 .0 50.0
This woula seem to  rep resen t a high index o f neighbourhood f a m il ia r i t y .  
This was a ls o  in d ir e c t ly  expressed  in  the f in d in g  th a t 21% o f  
respondents had one or more r e la te d  fa m ilie s  l i v in g  in  th e ir  own neighbourhoc 
In  q u estio n  4 we asked respondents to  s e l f - r e p o r t  d ir e c t ly  on the  
amount o f  co n ta c t th ey  had w ith  th e ir  neighbours. Only 15$ o f  respondents  
ra ted  them selves as " occasion a lly"  in  c o n ta c t. 35% s a id t h e y  had some 
co n ta c t and 50% rated  them selves as b ein g  in  freq u en t and reg u la r  co n ta c t  
w ith  th e ir  n eighbours.
Our f in a l  measure o f  community involvem ent was the c h e c k - l i s t  in  
Q uestion  5 where we ask what a c t i v i t i e s  the respondent i s  r e g u la r ly  in v o lv e d  
in  a t  p resen t w ith in  the area . These are l i s t e d  below in  order o f  
p o p u la r ity  in  Table 6 .
Table 6 Percentages of respondents involved in each activity
Activity % involved
Church attendance 7 7 .5
Going to local pub(s) 41 .5
Meetings at school 5 0 .0
Sports or clubs 26.5
Reisdents* Association meetings 26.0
Bingo ■■ 14 .5
Other Activities 20.5
was r e la te d  to  any o f  the independent v a r ia b le s ,  i . e .  ag e , se x , years o f
ed u cation , m a r ita l s t a t u s ,  employment s ta tu s  and prev ious involvem ent
w ith  vo lu n tary  work, hut none o f  th ese  was s t a t i s t i c a l l y  s ig n f ic a n t .
We a ls o  examined whether gen era l neighbourly  co n ta ct was r e la te d  to  knowing 
about the group homes but t h is  was n o t found to  be s t a t i s t i c a l l y  s ig n i f ic a n t .  
The c r i t e r io n  v a r ia b le s  fo r  general neighbourly  co n ta c t were le n g th  o f  
r e s id e n c y , number o f  fa m il ie s  known by name, how many were r e la te d ,  
amount o f  co n ta c t w ith  neighbours and number o f  community a c t i v i t i e s  
respondents were in v o lv ed  in .
The on ly  fa c to r  th a t was r e la te d  to  knowledge o f  the group home
( a t  the 1% l e v e l  o f  s ig n if ic a n c e )  was the fa c to r  o f  lo c a l  con tact w ith
d isa b led  p eo p le , but to  th e ex ten t th a t some o f  the lo c a l  d isa b led  peop le wer 
in  f a c t  the group home r e s id e n ts ,  th is  was another measure o f  th e  same 
v a r ia b le .
I t  can be seen  from Table 8 below th a t in  Lorcan Avenue most o f  th ose  
who knew o f  the group home a ls o  knew th a t i t  was fo r  peop le w ith  a m ental 
handicap, but in  Dunard Road many o f  th ose who knew o f  the home d id  n o t know 
what s o r t  o f  handicapped peop le l iv e d  th ere .
Table 8 . P ercentage o f  respondents who knew house, and th a t i t  was 
fo r  m en ta lly  handicapped p eop le .
Knew House 
and People
Only knew 
House
D id n 't
know
Lorcan Avenue 84% 8% 8%
Dunard Road 34% 22% 44%
Ch = 26 .32  p <  0.0000
C ontact w ith  R esid en ts and S ta f f  from the Group Home
I f  respondents d id  know o f  the e x is te n c e  o f  th e  group home they  were
asked about what, i f  any, con tact they had had w ith  e ith e r  the r e s id e n ts
or the s t a f f .  (Q uestions 8d, 8e and 9 and 10 a b e d e f )  These
were whether respondent knew any r e s id e n ts  or s t a f f  by name, whether
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respondent bad ju s t  seen  them around, or ta lk ed  to  them, v i s i t e d  th e ir  
home or been v i s i t e d  in  th e ir  own home or any o th er form o f  c o n ta c t, and 
whether recen t or in  the p a s t .  Those who had any d ir e c t  co n ta ct were 
asked how i t  came about.
Table 9 below shows th e  percentage f ig u r e s  fo r  amount o f  co n ta ct fo r  
th o se  peop le who d id  know o f  the e x is te n c e  o f  the Group home (N = 7 4 )  
Table 9 The lo c a l  community1 s con tact w ith  peop le from the group home
With Residents With Staff
No contact 8^ o . 51%
Seen them around 90?o 55%
Met with them 22$ 14%
The Table shows th a t lo c a l  peop le had more c o n ta c ts  w ith  th e m en ta lly  
handicapped r e s id e n ts  than w ith  the s t a f f .  This i s  n o t su r p r is in g  g iven  
th a t the s t a f f  had t h e ir  own homes elsehw ere in  the c i t y  and s le p t  over in  
the group home on a r o s te r  system .
C loser co n ta c t was so uncommon th a t i t  i s  b e s t  expressed  in  
a c tu a l numbers, as in  Table 10 
Table 10 , Further C ontacts
No. o f  respondents who had been in s id e  the group home 9
No. o f  m entally  handicapped people who had v i s i t e d  respondents*
homes. .. . 5
No. o f  group home s t a f f  who had v i s i t e d  resp on d en ts1 homes 6
No, o f  respondents who reported  any other co n ta ct w ith
group home r e s id e n ts  8
No. o f  respondents who reported  any o th er co n ta ct w ith
group home s t a f f  5
No. o f  respondents who knew one or more names o f  e i th e r
s t a f f  or group home r e s id e n ts  8
; (n  =  74 )
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P o te n t ia l  problems compared w ith  r e a l  problems
In the areas w ith  no group home respondents were asked f i r s t  the  
open-ended q u estio n , d id  they  th ink th a t opening a group home in  th e ir  
immediate neighbourhood would g iv e  r i s e  to  any problems (Q uestion  1 5 x ).
In  the areas w ith  group homes respondents were asked i f  th ere  had been  
any problems or d i f f i c u l t i e s  r e s u lt in g  from the handicapped people  
occupying the group home (Q uestion  1 2 ) .
Those respondents in  group home areas who did  n ot know o f  i t s  
e x is te n c e  were tr e a te d  as i f  they were in  a no group home a r e a : -  as fa r  
as they  knew, they  were. There were 26 such c a s e s . Of the rem aining  
74 resp on d en ts, aware th a t th ey  were in  a group home neighbourhood, 
n o t one thought th ere  had been any problems or d i f f i c u l t i e s  when asked  
t h i s  open q u estio n .
Of the 126 who were, or thought they  were, in  a no group home a rea ,
24 thought th a t th ere  could  be problems i f  a group home opened up,
i . e .  19.0% • These peop le were fu r th er  asked to say what they  thought 
th e se  problems might b e, and a s e le c t io n  o f  verbatim  responses appears below, 
Woman, mid 3 0 s, working p a r t-tim e . "Yes, I  th ink  th ere  could  be problem s. 
They might be rowdy or n o isy " .
Woman, mid 4 0 s , h ou sew ife . '"Well they would have to  be su p erv ised  properly"  
Married woman, r e t ir e d .  " If i t  was vo lu n tary  i t  would be O.K. but i t  would
need o f f i c i a l  peop le to  look  a f te r  them".
Man, mid 30s, unemployed. "The ch ild ren  round here would te a se  and 
laugh a t  them. Even our own would".
Man, e a r ly  40s , employed. "'There are over a hundred k id s  on t h is  e s t a t e .
They would be the problem, n o t the handicapped".
In  Table 11 below the responses are c a teg o r ised  in to  typ es o f  
problem m entioned, and the number o f  respondents who mentioned them.
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Table 1 1 . P o te n t ia l  Problems mentioned spontaneously
Q^ rpe o f  Problem People
m entioning
M entally  handicapped would be teased/m ade fun o f 9
Meed fo r  proper su p erv is io n ' 2
Meed fo r  in form ation  or g rea ter  understanding 2
Other p eop le  might o b jec t ■ 2
Mot good fo r  neighbourhood ■ ■ 1 .
Might be rowdy or n o isy
1  ''
People could  be a fr a id  o f  them 1-
They m ight be h ig h ly  strung 1 '
They m ight a tta ck  ch ild ren '■1 . . .
The neighbourhood i s  not s u ita b le  fo r  them 1
Bon’ t  knows no reason  given 3
Depending a b i t  on in te r p r e ta t io n , a t  l e a s t  h a l f  o f the problems
mentioned sp ontan eou sly  were problems fo r  the peop le w ith  m ental handicap  
ra th er  than problems fo r  the nighbourhood.
But respondents could  have found i t  d i f f i c u l t  to  con sid er  a l l  the  
p o s s i b i l i t i e s  on the spur o f  the moment. Many peop le might be r e lu c ta n t  
or embarrassed about s t a t in g  some problem s, so we had in clud ed  in  our 
q u estio n n a ire  the n in e problems most freq u en tly  mentioned in  prev ious  
s tu d ie s .  For each p o te n t ia l  problem respondents had to  co n sid er , in  
the group home a rea , whether th is  had in  f a c t  been experienced as a 
problem, o r , fo r  the no group home area , whether respondents thought th ere  
was a r is k  o f  th a t problem a r is in g  i f  th ere  were a group home. Again  
th ose  who were unaware they  were in  a group home area were tr e a te d  as i f  th e  
were in  a no group home area .
The percentage o f  peop le p erce iv in g  problems i s  l i s t e d  below in  
Table 12. I t  w i l l  be noted  th a t four problems are concerned w ith
and f iv e  are concerned w ith  problems the neighbours m ight have. 
Table 12 . Percentage o f  people p erce iv in g  problems
I^ rpe of problem mentioned Wo Group 
Home
Group
Home
Significance
leve l
Problems for mentally handicapped people
They would be teased/made fun of 55% - 14% <T 0.001
They would be victimised/picked on/ 
taken advantage of 41% 'ZQ /J / o < 0.001
They would be iso la ted /ju st keep to 
themselves 55% 22% W.3.
Inadequate professional care and 
supervision 12# 0% W.b.
Problems for the neighbours
People would be embarrassed/wouldn1t  
know how to react 54% 14% < 0.05
A danger or threat to children 15% 0% \  0.05
Mentally handicapped people might be 
violent/irresponsib le 11% 5% < 0 .0 5
The property value of houses would drop 9% 0% w.s.
They would be noisy/create disturbances 7% 0% w.s.
In  every in s ta n c e  the percentage o f  peop le a n t ic ip a t in g  problems 
was g rea ter  among th ose  w ith  no group home exp erien ce than among th o se  
who d id  know o f  th e ir  lo c a l  group home.
Table 13 below shows th e percentage o f  respondents p e r c e iv in g  one 
or more problems fo r  th e m entally  handicapped p eo p le , corresponding to  
th e  f i r s t  four problems in  Table 12 as compared w ith  problems fo r  the  
neighbours, corresponding to  the l a s t  f iv e  problems in  Table 12
Table 13
C lass o f  Problem Wo Group 
Home
Group
Home
S ig n if ic a n c e
l e v e l
Problems fo r  th e  m en ta lly  handicapped 
people 68% 54% < 0 .0 0 1
Problems fo r  th e  neighbours
------------------------ —1 . ...................... 1^0 ' ■ ■
46%
................ J
15% <  0.001
Apart from the main d iffe r e n c e  between No group home and group 
home, i t  i s  a ls o  c le a r  th a t peop le tend to  express or a n t ic ip a te  more 
concerns fo r  th e m en ta lly  handicapped people than problems fo r  the ..selves  
or t h e ir  neighbours.
We an alysed  the data to  see  whether any o f  th e  independent v a r ia b le s  w i 
a sso c ia te d  w ith  p ercep tio n  o f  problem s. Only two c h a r a c te r is t ic s  emerged 
as s ig n if ic a n t  a t  th e  1% l e v e l  (c h i-sq u a r e ) , th ese  b e in g  ed u ca tion a l 
h is to r y  and type o f  e s t a t e  (corp oration  or p r iv a te ) .  The education  
d if fe r e n c e s  were in  th e  d ir e c t io n  o f  th ose who had l e f t  sch o o l a t  15 years  
p e r c e iv in g  more problems fo r  the m entally  handicapped peop le ra th er  than  
fo r  neighbours whereas th ose who had Leaving C e r t if ic a te  or  b e t te r  tended to  
be ju s t  as much concerned about problems fo r  them selves and neighbours  
as fo r  the m en ta lly  handicapped p eop le .
In  a very  s im ila r  p a tte r n , those who l iv e d  in  corp oration  e s ta te s  
p erce iv ed  more p o te n t ia l  problems fo r  th e m entally  handicapped people  
ra th er  than n eighbours, whereas th ose l i v in g  in  p r iv a te  e s ta t e s  tended  
to  be ju s t  as much concerned about problems fo r  them selves and neighbours  
as fo r  the m en ta lly  handicapped p eop le .
B e n e f its  and P o lic y
In  Q uestion 7x o f  the q u estion n a ire  we asked respondents fo r  th e ir  
o p in ion  on the p o lic y  o f  community care w ith  regard to  p eop le  w ith  m ental 
handicap. As w e ll as s t a t in g  whether they thought i t  was a good p o lic y ,  
or n o t so good, we asked respondents to  g iv e  a reason  fo r  t h e ir  o p in io n .
In  f a c t ,  the q u estio n  was not very  d iscr im in a tin g  because the g rea t m ajority  
o f  respondents e i th e r  thought i t  was a good p o lic y  or had no o p in io n  one 
way or the o th e r . P o s s ib ly  fo r  ed u cation a l rea so n s , more p eop le in  th e  
corp oration  e s ta te s  chose the ’’no op in ion ” o p tio n .
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Table 14. Percentage of people in favour of-Community' Care policy
Private
Housing
Corporation
Housing
Yes: A good policy 92 74
No opinion 6 23
Nos Not such a good policy 2 3
(N = 2CO chi = 18.73 Big. 'at <  0.005)
None of those who thought i t  was not a good policy stated  
their reason why, but nearly half of those who thought i t  was a good 
policy gave a reason. These reasons were categorised as shown in  
Table 15 below, which is  presented as a qualitative summary of the rep lies . 
Because of some arbitrariness and overlap of the categories i t  would 
probably not be legitim ate to offer s ta t is t ic a l  analyses, but i t  seems 
clear that reasons of normalisation, human rights, and awareness are the 
main reasons why people approve of community care as a policy. A 
sign ifican t proportion wanted to make a qualification , such ass- ”I t  
depends on the degree of handicap”.
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Table 15 . Reasons fo r  pro Community Care a t t itu d e s
Type o f  Reason Humber who 
gave t h is  reason
In te g r a t io n , N orm alisation . D e in s t itu t io n a lis a t io n  
Community care p r in c ip le .  Why shouldn’ t  they  l i v e  
in  community? D isadvantages o f  in s t itu t io n s .
24
Promotes awareness and understanding. 
E s p e c ia lly  among c h ild r e n . Good fo r  everyone. 
C h r istia n  reason s.
13 v.;\
Human r ig h t s .  Humanitarian reason s.
D ig n ity  and s e l f - r e s p e c t .  Should be tr e a te d  
th e  same as everyone.
■ . 9
Promotes Independence 5
They need sympathy, ca re , be looked a f t e r 5
General and o th er reasons 6
With q u a lif ic a t io n 14
Don’ t  know. No reason  o ffered  or no op in ion 119
1
Our r e s u lt s  support th ose o f  Locker e t  a l .  (1931) in  f in d in g  the  
v a s t  m ajority  o f  p eop le to  he in  favour o f  a p o lic y  o f  peop le w ith  a 
m ental handicap l i v in g  in  the conmunity. Rut Locker e t  a l .  (1981) a ls o  
claim ed th a t on ly  h a lf  o f  th e ir  sample had heard o f  the term Communiiy 
Care, and l e s s  than a th ird  could d e fin e  i t .  W hilst our r e s u lt s  are  
n ot d ir e c t ly  comparable -  we asked fo r  no d e f in i t i o n s , fo r  example -  th e  
im pression  was th a t most people d id  understand the term, and many gave 
q u ite  accep tab le  reasons fo r  endorsing i t ,  u s in g  concepts o f  in te g r a t io n ,  
n o rm a lisa tio n , human r ig h ts  and gen era l aw areness.
But an im portant q u a lif ic a t io n  to  both our study and th a t o f  
Locker e t  a l .  (1981) i s  th a t endorsement o f  Community Care p o lic y  in  a 
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g en era l sen se  i s  n o t d ir e c t ly  r e la te d  to p a r t ic u la r  a t t i tu d e s  about 
e x i s t in g  or p o te n t ia l  group homes*
' V/e - -examined th e  data t o  sac  w h eth er  any of the a t t i tu d  
er e x p e r ie n c e s  covered in  th e  survey were r e la te d  t o  each o th er . 
Par exam p le , was p ercep t ion  of problem s r e la t  ed t  o p ercep t ion  & f  
b e n e f i t s , c r  t e  w i l l in g n e s s  t o  h e lp ,e r  t o  ap p roval of community 
care  p o l ic y ?  In fa c t  ,n s  s ig n i f i c a n t  a s s o c ia t io n s  between th e s e  
a t t i t u d e s  were feu n d .
P erce iv ed  B e n e f its
In  q u estio n  12 or 16 (depending on the presence o f  th e  group home) 
we enquired about p erce iv ed  b e n e f it s  fo r  the neighbourhood in  having a 
group home* T his q u estio n  was more d isc r im in a tin g  than the P o lic y  
q u e s t io n : -  o f  the t o t a l  sample d id  p e r c e iv e  b e n e f i t s .  In f a c t ,  the
p resen ce or absence o f  a group home was n o t a s ig n i f ic a n t  fa c to r  in  
determ in ing p erce iv ed  b e n e f i t s .  The data w e r e  examined to see  whether 
d i f f e r e n t  types o f  b e n e f it s  might be p erce iv ed  accord ing  to  whether or  
n o t respondents had a group home in  t h e ir  a rea , but aga in  no s t a t i s t i c a l l y  
s ig n i f ic a n t  p a ttern  o f  d if fe r e n c e s  was found.
The types o f  b e n e f it s  were c a te g o r ise d  from the open-ended resp on ses  
to  th e q u estio n , “What might ( th e se  b e n e f i t s )  be?“ and th ese  appear in  Table 
16 below . Of the 96 respondents who s a id ,  “Y es, th ere m ight be b e n e f i t s , “ 
81 ( 84%) were a b le  to  s t a t e  what b e n e f it  th ere  might b e . Raw 
f ig u r e s  are provided in  Table 16, and, a g a in , w ith  the caveat th a t th ese  
c a te g o r ie s  o f  response overlap  to  some e x te n t  and are a r b itr a r y .
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Table 16 . Number o f  people p erce iv in g  b e n e fits
Type o f  b e n e f it  mentioned Number who 
mentioned i t
flakes p u b lic  more aw are/bring about b e tte r  
understanding/helps us cope with m entally  
handicapped people ■ 24
Good fo r  the ch ild ren  to mix, le a rn , know 
about 19
Makes you ap p recia te  what you have/ h elp s you 
se e  what l i f e  i s  l ik e  fo r  others 8
Brings the community togeth er/p rov id es a purpose/ 
brings s e r v ic e s  to  the area
11
General comments I?
Other comments 6
Don1t  know 15
T otal
The data was analysed to se e  i f  th ere  were sny c h a r a c te r is t ic s  
such as age, se x , education , con tact etc/w h ich  d is tin g u ish ed  th ose who 
p erceived  b e n e f it s  from those who d idn’ t .  At the 19o le v e l  o f  
s ig n if ic a n c e  on ly  one fa c to r  emerged as im portant:- whether or not the  
respondent had ever done voluntary work invo lved  in  the area o f  mental 
h an d icap :- o f  those who had none voluntary work in v o lv in g  mental
handicap could p erce ive  b e n e f it s ,  as a g a in st  I4I /0 o f  those w ith  no experien  
o f  vo luntary  work.
At the 5% le v e l  o f  s ig n if ic a n c e  th ere  was some evidence th a t the  
fo llo w in g  c h a r a c te r is t ic s  v/ere a sso c ia te d  w ith p erce iv in g  b e n e f i t s : -  
l i v in g  in  a p r iv a te  housing area , having previous con tact w ith  m en ta lly
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handicapped p eo p le , and having more years o f  ed u cation . I t  i s  
p o s s ib le  th a t a la r g e r  t o t a l  sample s iz e  might have confirm ed th ese  as 
s ig n i f ic a n t  fa c to r s  a t  the l e v e l .
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th a t th o se  who saw b e n e f it s  were l e s s  l i k e ly  to  p erce iv e  problem s, but 
no s ig n i f ic a n t  a s so c ia t io n  between the two v a r ia b le s  was found.
W illin g n ess  to  become more in volved
In Q uestion  17 we enquired in to  resp on d en ts’ w ill in g n e s s  to  h e lp , 
have co n ta c t or become more in volved  in  the group home. Respondents 
who were in  a group home area (and were aware o f i t )  were asked,
"As you know, handicapped peop le can do w ith  some extra h e lp . I f  you  
were asked , would you be in te r e s te d  i n —11 fo llo w ed  by a l i s t  o f  6 p o s s ib le  
ways o f  h e lp in g  o u t.
Respondents from the areas w ith  no group home were g iven  th e more 
h y p o th e tic a l in trod u ctory  form, "As you know, handicapped peop le can do with  
some ex tra  h e lp . I f  a group o f  m en ta lly  handicapped peop le were to  move 
in to  your area and the s t a f f  l i v in g  w ith  them asked you fo r  h e lp , would 
you be in te r e s te d  in  -  "follow ed by the same 6 p o s s ib le  ways o f  h e lp in g  
o u t. •'
For each o f  th e  6 ways o f  h e lp in g  respondents could choose one o f  
th ree  p o s s ib le  answ ers, namely "Very in te r e ste d " ; "Perhaps but w ouldn 't  
have the time" or "Prefer not" .
Table 17 below shows the percentage o f  peop le s e le c t in g  the  
"Very in te r e ste d "  op tion  fo r  each type o f  involvem ent. As can be seen , 
fo r  a l l  6 types o f  involvem ent, more w ill in g n e s s  was expressed  by 
respondents in  th e Ho Group Home areas ( in c lu d in g  th ose in  a group home 
area but who were unaware o f  i t s  e x is te n c e )  than by respondents who 
knew they were in  a group home area . This cum ulative d if fe r e n c e  was 
s ig n i f ic a n t  a t  the p = 0 .001 l e v e l  (c h i -  sq u a re), and th e  in d iv id u a l
s ig n if ic a n c e  le v e l s  appear in  the r ig h t  hand column.
175
Table 17 . P ercentage o f  people trVery In terested .11 in  h e lp in g
Type of involvement Knew of 
Group home
No Group 
Home
Significance
Level
Help out in an emergency 79*7 82 .5 Not sig.
hi<
O
Make a point of talking 
to them 54 .1 84 .9 C 0 .001
1
Go along to an open day or 
coffee evening 5 1 .4 6 9 .0 < 0 . 0 5
Have a handicapped person 
visit my home 2 8 .4 54.0 <  0 .0 1
hi
Go once a week to the home 
to visit them 23.0 43-7 < 0 .0 1
S3
0
1
Take a handicapped person on an 
outing once in a while e.g. 
the church, shopping etc.
21 .6 39 .7 < 0 .0 1
The 6 types o f  involvem ent vary in  degree and q u a lity  o f  contact*
The f i r s t  th ree  in  Table 17 c o n s is t  o f  a r e la t iv e ly  sm all amount o f  
commitment and p erson al involvem ent and could  be d escrib ed  as Im personal, 
whereas the l a s t  th ree  would c o n s t itu te  more p erson a l commitment and 
tim e, and cou ld  be d escrib ed  as P erson a l.
The data was analysed  in  terms o f th ose  respondents u n w illin g  
to  g iv e  any h e lp , th ose  on ly  w i l l in g  to  commit them selves to  one, two 
or a l l  th ree  item s o f  im personal h e lp , th o se  w i l l in g  to  commit them selves  
to  one or more person a l types o f h elp  (a s  w e ll as im personal) and 
th o se  w i l l in g  to  h e lp  on a l l  s ix  item s. A gain, respondents from group 
home areas were compared w ith  no group home area respondents, and the  
r e s u l t s  are p resen ted  in  Table 18 below .
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fa b le  18 Type o f  h e lp  w i l l in g  to  g iv e  by presence or absence 
o f  ^roup home. P ercen tages.
Amount o f  
h e lp
Hone Impersonal
on ly
Some P erson al | 
h elp  |
■5
A ll s ix  types  
o f  h elp
Ho Group 
Home
27.0 13.5 34.9 26.4
Group
Home
25.7 29.7
' ■ ■
29.7 j
i
14.9
C hi-Square = 8 .8 2  S ig n if ic a n c e  = 0 .032
Although th e d if fe r e n c e s  in  Table 18 do n o t each an accep tab le  l e v e l  
o f  s ig n if ic a n c e  o v e r a l l ,  th ere does appear to  be a m eaningful p a ttern  to  
th e r e s u l t s .  C onsidering those who are u n w illin g  to  g iv e  any h e lp ,
th ere  i s  no d if fe r e n c e  between th ose in  group home or no group home a r e a s .
Presumably to  th ose  who don*t want to  h elp  i t  d o e sn 't  m atter whether th ere
i s  an op p ortu n ity  to  do so or n o t .
C onsidering  th ose  o f fe r in g  im personal h elp  o n ly , th ere are more 
in  th e  Group Home areas than in  the no group home a rea s , by a fa c to r  o f  
more than two. This probably r e f l e c t s  the re lu c ta n ce  o f  many o f  th ose  
in  th e  group home areas to  commit them selves to  any more than th is  
degree o f  im personal h e lp , in  case  they were taken up on th e ir  o f f e r s .
The d if fe r e n c e s  between groups in  the ca tegory  o f  th o se  o f fe r in g  some 
p erson a l h e lp  are too  sm all to comment on.
C onsidering  th o se  w i l l in g  to  commit them selves to  a l l  s i x  typ es  
o f  h e lp , th ere  are more o f  th ese  in d iv id u a ls  in  the group home a r e a s , 
probably because th ese  people knew, th ere was l e s s  chance o f  th e ir  o f f e r s  
b ein g  taken up.
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D iscu ss io n  and Im p lica tio n s
A s ta te d  aim o f community care p o lic y  i s  promotion o f  in te g r a tio n  
o f  people w ith  m ental handicap in to  the community* I f  th is  p o lic y  i s  
working i t  should  be r e f le c t e d  both in  the amount o f  co n ta ct m enta lly  
handicapped peop le have w ith  oth ers in  the community, and in  the amount 
o f  co n ta ct a r e p r e se n ta t iv e  sample o f  the community has w ith  m enta lly  
handicapped p eo p le .
In our survey th e  respondents in  the group home areas could be 
expected  to  have more than average con tact w ith  m en ta lly  handicapped  
peop le -  they  were a c tu a lly  lo c a l  neighbours. But one o f  the most 
s t r ik in g  r e s u lt s  o f  our survey was ju s t  how l i t t l e  m eaningful co n ta ct th ere  
was between the group home r e s id e n ts  and th e ir  neighbours. Only 22% 
o f  th ose  who w ere, in  the f i r s t  p la c e , aware o f  the group home’s  e x is te n c e  
had ever met or ta lk ed  w ith  th e ir  m enta lly  handicapped neighbours. Of 
th e s e , on ly  9 people had ever been in s id e  the group home and th ere  \te?e 
on ly  5 cases  o f  a m en ta lly  handicapped person v i s i t i n g  a neighbour’s home. 
For the v a s t  m ajority  th ere  had been no co n ta ct a t  a l l  beyond s e e in g  them 
around or o c c a s io n a lly  sa y in g  h e llo  in  the s t r e e t .
This i s  in  th e co n tex t o f  q u ite  a h igh  l e v e l  o f  gen era l community 
in vo lv em en t:- knew more than 15 o th er  households in  th e ir  neighbourhood
58*5/0 were in vo lv ed  in  3 or more community a c t i v i t i e s  and 5Q/a ra ted  
them selves as having freq u en t and regu lar co n ta ct w ith  t h e ir  neighbours.
I t  should  be noted  th a t  our survey r e s u lt s  do n ot measure the t o t a l  
amount o f  co n ta ct o f  the group home r e s id e n ts  w ith in  the community. Both  
s t a f f  and th e m en ta lly  handicapped r e s id e n ts  would rep ort many more c o n ta c ts  
w ith in  the broader community, in c lu d in g  shops, pub and workshop.
Our survey fo c u se s  on the impact o f  group homes from the neighbourhood's  
p o in t o f  v iew .
The very  lim ite d  amount o f  personal co n ta ct between the m en ta lly  
handicapped r e s id e n ts  and th e ir  neighbours found in  our survey corresponds
c lo s e ly  w ith  the f in d in g s  o f  the Locker e t  a l .  study (1981) in  London.
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Only 6% o f  th e ir  respondents had v i s i t e d  the group home and on ly  2% had 
been v i s i t e d  by a m en ta lly  handicapped r e s id e n t .
But a m ajority  o f  respondents (74;6) d id  a t  l e a s t  know o f  the  
e x is te n c e  o f  the group home though some o f  th ese  d id  n o t know e x a c t ly  
what kind o f  people l iv e d  th ere . There was a la r g e  and s ig n f ic a n t  
d if fe r e n c e  between th e  92/6 who knew o f  the group home in  Lorcan Avenue 
and th e $6% in  Dunard Road. Apart from th e  d if fe r e n c e  between P r iv a te  
and C orporation housing areas there are two oth er fa c to r s  which may 
u n d e r lie  th is  d if fe r e n c e . F ir s t ,  th e  Lorcan Avenue group home had been  
e s ta b lis h e d  about 2 years e a r l ie r  than the Dunard Road home, so neighbours 
would ob v io u sly  have had more time to  g e t to  know o f  i t s  e x is te n c e .
A ga in st th is  i s  the f a c t  th a t th ere were no s ig n i f ic a n t  d if fe r e n c e s  between  
the two areas in  terms o f  degree o f  co n ta ct w ith o th er neighbours or  
th e  number o f  community a c t i v i t i e s  peop le were in vo lved  in .  Second, 
s  g la n ce  a t  the two d e ta ile d  s t r e e t  maps in  the Appendix shows th a t ,  
whereas in  Lorcan Avenue many lo c a l  r e s id e n ts  would pass the group home, 
in  Dunard Road, the f a c t  th a t the group home i s  in  a co m er  o f  the whole 
e s t a t e  means th a t many peop le would never pass by the house on t h e ir  way to  
work or shops or o th er d e s t in a t io n s .
The r e s u lt s  im ply th a t i t  i s  worth tak in g  th is  s o r t  o f  d e t a i l  in to  
g r e a t  co n sid era tio n  in  th e ch o ice  o f  a group home in  the f i r s t  p la c e .
Main road s, q u ie t  lo c a t io n s  and la r g e  fro n ta g es  may fu n ctio n  as b a r r ie r s  
to  c lo s e r  community c o n ta c ts , whereas proxim ity to  shops, c e n tr a l lo c a t io n  
and open a ccess  may f a c i l i t a t e  c o n ta c ts .
The f a c t  th a t n eigh b ou rs1 co n ta ct w ith  the group home s t a f f  was 
even l e s s  than w ith  the m enta lly  handicapped r e s id e n ts  probably r e la t e s  
to  the s t a f f  having th e ir  own homes elsew here in  the c i t y .  Thy would 
s le e p  over in  the group home on a r o s te r  system , but th is  by i t s e l f  does 
n ot seem s u f f i c i e n t  to  be part o f  the community. Only 3 respondents  
knew one or more names o f  the s t a f f ,  compared w ith 50/6 who knew the  
names o f  15 or more o th er  fa m ilie s  in  the area .
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On the positive side, the fact that most respondents had had 
hardly any contact with the group home apart from seeing them around 
does in itself indicate there had 'been no negative involvement, and no 
active complaints* When asked the open-ended question,'.not one s in g le  
person thought there had been any problems or difficulties associated with 
the group home, of those respondents actually in the'-two group home areas0
Most of these people, quite rightly, seemed to interpret the open 
question about problems in a general sense, and probably as ”no signficant 
problems’** When we went on to ask about the nine specific areas of 
potential problems, both for the handicapped people and the neighbours 
themselves, there was no contradiction in people agreeing to some of these 
problems even though they had denied them in a general sense.
In contrast, of those not in a group home area (including those 
who thought they were not) 19% did say that they would anticipate 
problems if a group home was opened up in their neighbourhood. This 
contrast was also evident in the list of 9 possible problem areas for 
respondents to consider. For all 9 problems people in the no group home 
condition anticipated a higher potential incidence of the problem than 
did the respondents in the actual group home condition. Clearly the 
fear or threat of a group home opening up is worse than the actuality.
It is tempting to conclude that this also indicates that contact 
with a group home makes people more favourably disposed towards them.
But as we have already seen, the overall level of contact with the group 
homes was very low. It is safer to conclude it is the knowing of the 
existence of the group home and also knowing that no neighbourhood problems 
have arisen from it makes people more favourably disposed towards them, 
and this is in line with related research showing the decrease of objection 
and unfavourable attitudes with time (Locker et al. 1981, Baker et 
a l .  1977).
Both the group home and the no group home conditions perceived more 
problems for the mentally handicapped people than for the neighbourhood.
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W h ilst t h is  probably r e f l e c t s  genuine concern fo r  the needs o f  peop le w ith  
m ental handicap i t  i s  a ls o  p o ss ib le  th a t a s o c ia l  a c c e p ta b il i ty  fa c to r  
was o p era tin g  h ere . I f  a person has some r e s is ta n c e  to  group homes i t  
i s  e a s ie r  to  couch o b je c t io n s  in  terms o f  the neighbourhood n o t b ein g  
r ig h t  fo r  the m en ta lly  handicapped people ra th er  than v ic e  v e r sa .
I t  would be in t e r e s t in g  to  know how c lo s e ly  the a c tu a l or p o te n t ia l  
problems fo r  m en ta lly  handicapped r e s id e n ts  as p erce ived  by neighbours 
a c tu a lly  r e la t e s  to  the problems p erce ived  by the m en ta lly  handicapped  
r e s id e n ts  th em selves. W hilst neighbours put te a s in g  end v ic t im is a t io n  
a t  the top o f  the l i s t  we would guess th a t i s o la t io n  and lo n e l in e s s  would 
p resen t as more s ig n f ic a n t  problems fo r  peop le w ith  a mental handicap.
In  th is  study we found very few independent v a r ia b le s  r e la te d  to  the  
a t t itu d e s  under exam ination. For p erce ived  xroblem s, th ere was a 
tendency fo r  those w ith  more education  and th ose  l i v in g  in  p r iv a te  housing  
to  express as much concern fo r  problems a f f e c t in g  them selves as fo r  
problems a f f e c t in g  the m entally  handicapped r e s id e n ts .  Those l i v i n g  in  
corp ora tion  e s ta te s  and th ose w ith  l e s s  education  tended to  exp ress more 
concern fo r  the m en ta lly  handicapped p eo p le . I t  may be th a t more educated  
p eop le  have few er in h ib it io n s  about ex p ress in g  more s e lf -c o n c e r n .
Another reason  might be th a t th ose in  the corp oration  e s ta te s  g en u in ely  
f e l t  th is  was a tougher environment fo r  a handicapped person to  su rv iv e  
w ith in .
The f a c t  th a t n e ith e r  age, se x , m arita l s ta tu s ,  or employment s ta tu s  
was r e la te d  to  p erce ived  problems i s  not r e a l ly  su r p r is in g . P rev ious  
s tu d ie s  have f a i l e d  to  show any c o n s is te n t  p a ttern  fo r  th ese  v a r ia b le s  or  
e l s e  have shwon no s ig n i f ic a n t  d if fe r e n c e s  (Okola and Guskin 19S4>
Pumham and Pendred 1985).
S im ila r ly , th ere were hardly any r e l ia b le  c h a r a c te r is t ic s  found to  be  
r e la te d  to  p ercep tion  o f  b e n e f it s  o f  peop le w ith  a m ental handicap  
l i v i n g  in  the community, or to  approval o f  gen era l community care p o l ic y .
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A m ajority  o f  th ose who had done vo luntary  work in v o lv in g  mental handicap  
cou ld  p erce iv e  b e n e f i t s .  There was a s l ig h t  tendency fo r  th ose  w ith  
previous co n ta ct to  p erce iv e  more b e n e f it s  o f  m enta lly  handicapped  
p eop le  l i v in g  in  the community, but th ese  a s so c ia t io n s  on ly  reached  
a 5% le v e l  o f  s t a t i s t i c a l  s ig n f ic a n c e .
W hilst th ese  a s so c ia t io n s  have some fa c e  v a l id i t y  and are in  the  
expected  d ir e c t io n , i t  i s  recogn ised  th a t a 59o l e v e l  o f  s ig n if ic a n c e  i s  
unacceptab le fo r  making any con clusion s -  one in  tw enty such a s so c ia t io n s  
would be found to  be s ig n i f ic a n t  from chance e f f e c t s  a lon e  and we made 
in  the reg io n  o f  300 such comparisons in  th e whole stu d y .
Our Q uestion on whether community care was a good p o lic y  proved 
to  be n ot very  d isc r im in a tin g . Only 2 . 8>o thought i t  was not such  
a good p o lic y .  This f in d in g  can be taken as evidence to support the 
ev idence o f  lo c k e r  e t  a l .  (1981) th a t th ere has been in c r e a s in g  p u b lic  
support fo r  community ca re . Most n a tio n a l surveys (MSFCAP 1982,
Presidents Committee on Mental Retardation 1975> Weir 1981) have 
confined themselves to such general attitude questions as our one on policy*  
There is  only lim ited usefulness to this approach. General questions 
can only produce vague and general answers.
The b ig  d isadvantage i s  th a t b ein g  g e n e r a lly  favourably d isp o se d  
towards peop le w ith  m ental handicap and approving o f  community cax?e  does 
n o t p r e d ic t  how a person w i l l  f e e l  about having a group home set 11P 
in  the house n ext door but one. A g en era lly  favourab le a tt itu d e  tow arus 
handicapped peop le i s  n o t l i k e ly  to  be a good p red ic to r  o f  c o n ta c t  
w ith  handicapped p eo p le , w ill in g n e s s  to' become more involved, ox' 
p ercep tio n s o f  problem s.
For th ese  reasons our own survey was very  s p e c i f i c .  Our sa m p le  
c o n s is te d  n o t o n ly  o f  th ose  who a c tu a lly  l iv e d  in  a group loine l i ® i g ^ 0iu:^ 00  
but a ls o  th ose  who were asked fo r  th e ir  a t t itu d e s  " if  a group Taome was 
s e t  up in  th a t vacant house do\m the road". In the grou; horn® a r e a s  
we asked how much s p e c i f i c  con tact there had been, and neight> o u r s
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a c tu a l experience o f  problems or b e n e f it s  and about a n tic ip a te d  
problems or b e n e f it s  in  the areas w ith  no group homes. In both areas 
we went on to  ask in  d e t a i l  about how prepared respondents would be to  
have fu rth er  con tact w ith  handicapped p eop le , or how w il l in g  they might 
be to  h elp  ou t.
In  many ways th is  provided a measure o f  p r a c t ic a l commitment to  
the s ta te d  a t t itu d e s  o f  respondents. D esp ite  an in e v ita b le  tenuency 
towards s o c ia l ly  d es ira b le  answers, people in  the group home areas in  
p a r tic u la r  were observed to think f a i r l y  c a r e fu lly  before committing 
them selves to  p r a c t ic a l h elp  and involvem ent. They knew th a t they  
might be c a lle d  upon to  f u l f i l  any prom ises they made.
This d iffe r e n c e  i s  mainly r e f le c te d  in  the three item s o f  personal 
h elp  or con tact in  Table 18. Fewer people in  the group home areas were 
w il l in g  to  commit them selves to v i s i t s  or accompanying on outings than  
in  the no group home a rea s. For more impersonal h e lp , such as say in g  
h e llo  in  the s t r e e t ,  or going to an open cay, th is  d iffe r e n c e  was n ot so  
marked. Presumably fo r  a l l  kinds o f  h e lp , those in  the no group areas  
thought th a t i t  was s t i l l  more o f  a h y p o th e tica l q u estion , or s t i l l  a 
long  way o f f  b efore there was any chance o f  being  taken up on th e ir  
: o f fe r s ..
These r e s u lt s  do in d ic a te  the very r e a l d iffe r e n c e  between a 
general favourable a t t itu d e  ana a s p e c if ic  favourable commitment. I t  
i s  l i k e ly  th a t i f  those who sa id  they were prepared to  v i s i t  a hanaicapped  
person were given the opporunity to  do th is  in  the fo llo w in g  week, th ere  
would be an even g rea ter  f a l l in g  o f f .
N ev erth e less , even i f  the f ig u r e s  are looked a t  co n serv a tiv e ly  
ana w ith  q u a lif ic a t io n s ,  there aoes seem to  be a l o t  o f  untapped good 
w i l l  and s p e c if ic  commitment w ith in  the community towards people w ith  
m ental handicap. C onsidering the group home a r e a s , even i f  only h a lf  
o f  those who sa id  they were prepared to  help  in  some personal ways 
a c tu a lly  d id  so when g iven  the opportunity, th ere would be roughly
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1 in 8 of the neighbours available to provide this kind of support.
IDven two or three such people can make a considerable difference to 
the quality of social life of a handicapped person.
General Conclusions and Implications
This survey was carried out in Dublin city and there may be differences 
between rural Ireland ana the major cities. It was also restricted to 
two group home areas and two further control areas, ana whilst these 
were selected as being representative a larger survey might produce 
qualifications or additions to the present findings. Nevertheless, 
some broad conclusions are permissible.
First, there seems to be comparatively little meaningful contact 
between the residents and staff of the group homes and their immediate 
neighbours within the community. This was recognised as a major concern 
for the mentally handicapped residents by their neighbours:- they thought 
the people in the group home were isolated.
Second, people had not experienced any serious problems for 
themselves as a result of the group home, but they were more concerned 
for problems experienced by the mentally handicapped residents, especially/ 
being teased and feeling isolated.
'Third, there are many more problems, both for neighbours and for 
people with a mental handicap, that are anticipated by those in no 
group home areas than are actually experienced by those in the group home 
areas.
Fourth, the public at large appear to show favourable general attitudes 
towards people with mental handicap living within the community.
Fifth, there appears to be some willingness to help or become 
more involved among a signficant proportion of the population, ana 
this resource is under exploited.
- Some obvious implications emerge from these findings. More 
community contact might arise if the staff were local people, or if 
fostering or adoptive families replaced group homes. In some
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circum stances a com bination o f  th ese  a lte r n a t iv e s  might be p o s s ib le ,  
such as care s t a f f  b ein g  based , during daytime and evenings perhaps, 
in  the home o f a f o s t e r in g  fa m ily .
O therw ise, i f  the b a s ic  group home system  i s  p reserved , i t  would 
appear th a t a con sc iou s e f f o r t  i s  needed to  promote more lo c a l  involvem ent. 
W hilst th is  i n i t i a t i v e  probably needs to  come from th e s e r v ic e  a g e n c ie s ,  
th e  ev idence su g g ests  th a t a s ig n i f ic a n t  proportion  o f  neighbours would 
welcome the op p ortu n ity  fo r  c lo s e r  co n ta ct and involvem ent. The 
apprehension th a t c o n ta c tin g  and sounding out neighbours might s t i r  up 
o p p o sit io n  does n o t seem to  be warranted.
This p o in t would apply a lso  a t the sta g e  o f  s e t t in g  up a group 
home. In s e le c t in g  the house and neighbourhood two approaches may be 
d iscern ed ; the M ach iavellian  approach and the c o lla b o r a t iv e  approach. 
(Okolo and Guskin 1984)*
The M ach iavellian  approach, recommended by Sigelm an (1976)
in v o lv e s  group homes b ein g  e s ta b lish e d  with, a minimum o f  p u b lic i ty  and 
advance n o t ic e ,  under th e r a t io n a le  th a t th is  m inim ises the chance fo r  
p o te n t ia l  o b jec to rs  to organ ise  o p p o sit io n . Problems should be taken  
as they  come, w ithout lo o k in g  fo r  p o s s ib le  d i f f i c u l t i e s  in  advance.
In  c o n tra st  th ose supporting  a c o lla b o r a t iv e  approach argue th a t  
community awareness and involvem ent form an in te g r a l component a t  every  
s ta g e  o f  any community placement programme. There i s  some ev idence th a t  
f a i lu r e  to  in v o lv e  lo c a l  r e s id e n ts  in  the p lanning s ta g e s  o f  e s ta b lis h in g  
group homes has been the cause o f  la t e r  o p p o sitio n  (Berdiansky and 
Parker 1977> Okolo and Guskin 1984)*
Rather than w ithhold  in form ation  fo r  fe a r  o f  a rou sin g  antagonism , 
i t  would be p re fer a b le  to  reassu re p o te n t ia l neighbours beforehand about 
some o f  the problems th a t they  do n ot need to  worry about. McConkey ( 1987) 
has su ggested  th a t one e f f e c t iv e  way o f  cou n terin g  community o p p o sit io n  
i s  fo r  c r i t i c s  to  meet w ith  r e s id e n ts  from comparable areas where a 
groxip home a lread y  e x is ts *
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F in a l ly ,  w h ils t  good w i l l  and favourab le a t t itu d e s  e x i s t  a t  
p resen t fo r  peop le w ith  a mental handicap l i v in g  in  the community, 
i t  i s  im portant - to  m onitor t h is  s i tu a t io n  in  fu tu re  years® The 
r e a l i t y  i s  th a t in c r e a s in g  numbers o f  both people w ith  a mental handicap  
and p eop le w ith  a m ental i l l n e s s  w i l l  be p laced  w ith in  the community.
I t  i s  im portant to  ch eck -th a t th is  p o lic y  i s  a c tu a lly  working in  the  
b e s t  in t e r e s t s  o f  everyone, and th a t the aim I s  p roperly  pursued th a t  
p eop le w ith  a handicap become part o f  th e  community ra th er  than m erely  
lo c a te d  in  the community.
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G R O U P  HOME Q U E S T I O N N A I R E
BAKE  ..... Address  ...   Code......
SEX ....... . Interviewer . ................. Date ......... .... ...
Date of previous calls ............................................ . .
I'm from  th e  U n iv c r s i ty  and we arc  c a rry in g  out a s u rv e y  i n t o  d is a b le d  peopJ 
l i v i n g  in  t h i s  neighbourhood. Can 1 have about 5  m inutes o f  yo u r  time to  
answer some s im p le  qu es tio n s?
1. How long have you been living in the neighbourhood?
1) Less than 1 year 2) 1-2 years 3) 3-5 years 4) over 5 years
2. Kow many families would you know by name within 15 minutes walking
distance of your house?
1) Bone 2) 1 or 2 3) 3 to 5 4) 6 to 15 5) 16+
3. How many of these families are related to you?
1) None 2) 1 or 2 3) 3 to 5 4) 6 to 15 5) 16+
4. Would you say that, in general, you have:
1) only occasional contact with your neighbours (1)
2) Some contact now and again with your neighbours (2)
3) Frequent and regular contact with your neighbours (3)
5. What activities are you regularly involved in at present within this
area, that is you could walk to them within 15 minutes. To you go to
BO YES
a) any sp o r ts  or other c lub s in  t h is  area . . ( 1 )  (2)
b) any pubs in  t h is  area  .............   (1) (2)
c ) bingo or dances . .  . . . . .  . . . . .  . . . . . . . . . . . . .  (1) (2)
d) any churches in  the area     . .........  (1) (2)
e ) any m eetings at s c hoo l . . . . . . . . . . . . . . . . . . . (1> (2)
f )  R esid en ts' a s so c ia t io n  or
Neighbourhood Vatch . . . . . . . . . . . . . . . . . . XI) (2)
g) any other a c t i v i t i e s  . . . . . . . . . . . . . . . . . . . . ( 1 )  (2)
(p lea se  s p e c i fy )
6. Can I ask what contact you have had with disabled people in your 
neighbourhood -
1) No contact, 2) Seen them around 3) Occasional meetings
4) Regular contact
Are theyr mentally handicapped people? i) BO 2) YES
7. Thinking of mentally handicapped people in general, can I ask what.
contact you have had with mentally handicapped children or adults -
1) No real contact 2) Just seen them around 3) Net and talked with them
4) Regular contact
7X. There is now a national policy of having mentally handicapped people
living wherever possible within the local community. Do you think that: 
1) on the whole this is a good policy 2) ... a not so good policy
2) you have no opinion one way or the other - Go to 0;i 9
I f  answers 1 or 2; then 3sk - Why is this?
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$ Is there a house that is occupied by a group of handicapped people in 
this neighbourhood.
1) YES, there is 2)1 don't know 3)NQ, there is not - Section 3
8a Whereabouts is it? .  ..... . If not the house ask 8b
6b Any others? .  .....
8c Vhat sort of handicapped people live there? ......... . . . . ... . . ... ... . . .
6d How many of the PEOPLE would you know by name? ..................... .
8e How many of the STAFF would you know by name? .......................
9. Vhat contact have you had with the handicapped people from the home?
For example, J O  YES YES-PAST MONTH?
a) Have you seen them around the
neighbourhood 1 2 3
b) Have you talked to them outside 1 2 3
c) Have you been into their home? 1 2 3
d) Have any been into your house? 1 2 3
e) Have you had any other contact
. . . . . . . .  . . .  . . . . . . .  . . .  . . .  . . . __________   1 2 3
IF YES to questions 9b,c,d,e -
9f) How was the contact made -
1) you approached the handicapped person 2) they approached you
3) introduced by staff 4) other/can't recall
10, Vhat contact have you had with the STAFF who work in the home?
For example, NO YES „ YES-PAST MONTH?
a) Have you seen them around the
neighbourhood 1 2  3
b) Have you talked to them outside 1 2 3
c) Have you been into their home? 1 2 3
d) Have any been into your house? 1 2 3
e> Have you had any other contact
.....................................................    1 2 3 -■
IF YES to questions 10b,c,d,e -
lOf> How was the contact made -
1) you approached the staff person 2) they approached you
3) introduced by handicapped person 4) other/can't recall •
11 Has anyone else in your household had contact with people from the group 
home? 1) No 2) Yes
If YES: Who?  ....
Vhat contact have they had?
12, Do you think that there have been any problems or difficulties in the 
neighbourhood resulting from handicapped people occupying that house?
No (1) Yes (2)
Vhat problems have there been?
Probe: .Any others?
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13. Can I just check some (other) problems that ether people have suggested 
in previous surveys. I'd like to know if you have found any of 
these things to be a problem with regard to the home for mentally 
handicapped persons in your neighbourhood.
N. B. 1 ~ Yco. th a t  has been a b i t  o f  a problem
2 ~ No problem th a t 1 am aware o f [-3 .= Can't decide]
a) The mentally hand, people being teased, made fun of or jeered at. 1 2 3
b) The N. H. people not receiving adequate prof. care and supervision. 1 2 3
c> They have been isolated and just kept to themselves 1 2  3
d) They have been victimise, picked on or taken advantage of 1 2 3
e) They have been a danger or threat to children. 1 2  3
f) They have made people embarrassed. People haven't known what to
say to them or hew to react to them. * 1 2 3
. g) The Yi. H. people have been noisy and created disturbances
h) The property value of neighbourhood houses has dropped or 
the tone of the area has been lowered.
i> The K.H. people have been violent or irresponsible. 1 2 3
14. Do you think there has been any benefits for the neighbourhood in having
these people living in your area
1) None that you can think off 2) Yes there have been
Can you say what these are -
GO TO SECTION 4
SECTION 3 :(Areas with NO group home)
15X. If a house for three or four mentally handicapped people with one or 
two care staff started up in your neighbourhood, for example, at 
that house over there/down the road/round the corner which is vacant, do 
you think that this would give rise to any problems in the neighbourhood?
No, it wouldn't (1) Yes it would (2)
Vhat might these problems be?
Probe: Any others?
Can I chock some (other) problems that other people have suggested in 
previous surveys. See if you think there would be a risk of that 
problem arising in ycur neighbourhood.
N. J3. J ~ That could  be a r i s k  in t h i s  neighbourhood
2 ~ No r i s k  th a t  you can th in k  o f  f 3- Can't dec ide!
1 2 3 
1 2 3
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i f  a) The ft. H. people would be teased, made fun of or jeered at. 1 2 3
b) The ft. H. people might not receive adequate professional
care and supervision. 1 2  3
c) The y mi g h  t feel iGoiaLGu qhu j lib l &e g p xox nemse i v g s .  1 2  3
d) They might be victimised, picked on or taken advantage of 1 2  3
e) They.would be a danger or threat to children. 1 2  3
f) They would make people embarrassed. People would not
know what to say to them or how to react to them. 1 2  3
g) The K.H. people would be noisy and create disturbances 1 2 3
h) The property value of neighbourhood houses would drop
and the tone of the neighbourhood would be lowered. 1 2 3
i) The K.H. people would be violent or irresponsible. 1 2 3
16 Do you think there could be any benefits for the neighbourhood if a group 
of -mentally handicapped people moved in to the area.
1) None, that you can think of 2) Yes there might
Can you say what these might be?
SECTION 4
17. AREAS VITH GROUP HOME; As you know handicapped people can do with some 
extra help. If you were asked, would you be interested in -
AREAS VITH SO GROUP HOME: As you know, handicapped people can do with some
extra help. If a group of mentally handicapped people were to move into .your 
area and the staff living with them asked you for help, would you be 
interested in
N.B. 1: Very I n te r e s te d  : 2. Perhaps but wouldn't have th e  time  
3: P r e fe r  not
a) Taking a handicapped person from the home along with you on
an outing once in a while,c. g to church, shopping 1 2  3
b) Go once a week to the home to visit them 1 2 3
c) Helping out the staff in an emergency 1 2 3
d) Having a handicapped person came to your
home on a visit or for a cup of tea 1 2 3
e) Go along to an Open Day or Coffee evening in the house 1 2  3
i) Make a point of talking to the person if you saw them
around the neighbourhood or v/hen shopping etc. 1 2  3
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FINALLY CAN I  ASK SOME QUESTIONS ABOUT YOURSELF?
16 Are you aged: 1) Less than 20 2) 20-39 3) 40-59 4) 604
19 Did you leave school at 1) 15 years
2) go on to leaving cert
3) go on to 3rd level
20 Are you - 1) working full-time 2)... part-time 3) full-time student
4) unemployed 5) housewife 6) retired
21 Are you single (1) Married (2)
Have you a child under 16 years? 1) No 2) yes
22 Is your house/accommodation 1) rented 2) Owned/Bought out by you 
Is it fl) private 2) Corporation
23 Have you ever been involved in any form of voluntary work?
1) No 2) Yes, in the past 3) Yes, at present •
If YES: Did/does it involve any contact with mentally 
handicapped people? 1) No 2) Yes
N B . BAND-OVER THANK-YOU SHEET AND EXPLAIN
24 Any fu rth er  comments you would l ik e  to  make about m en tally  handicapped 
people l iv in g  in  the community?
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SECTION THREE
RESEARCH STUDY TWO.
DOCTORATE RESEARCH STUDY.
1997.
FAMILY CONTACTS OF PEOPLE 
WITH LEARNING DISABILITY 
WHO ARE IN RESIDENTIAL CARE.
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ABSTRACT
Family contacts of a representative sample of 179 people with learning disability who are 
in residential care were examined in a correlational study which included the variables of 
years in residential care, family members who are left, distance between family and 
residential unit, type of residential unit, and the client characteristics of age, sex, I.Q., 
degree of social competence, behaviour disturbance and presence of additional psychiatric 
difficulties.
Overall low rates of family visitation were found. Half the people had had no overnight 
stays with family and less than 6 visits from family within the last year, and 24% had no 
direct family contacts at all.
The age-related factors of years spent in residential care, who is left in the family, and the 
client's age were all significantly negatively associated with family contacts, and distance 
between residential unit and family was also associated with low family contact rates. An 
interpretation based on lifespan development seemed best able to account for the findings.
A discriminative model based on a logistic regression analysis indicated that the age- 
related variables accounted for most of the variance, after which behaviour disturbance 
and degree of social competence also contributed to accounting for the remaining 
variance.
The implications of the findings for public policies which emphasise the role of the family 
are discussed.
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CHAPTER 1.
INTRODUCTION.
In much of the literature concerned with people with learning disability who are in 
residential care, there is an assumption that there is a high level of involvement from their 
families. In this review and research thesis it is argued that family involvement cannot be 
taken for granted, and evidence is adduced to suggest that, despite current ideology and 
policies designed to promote family involvement, in practice there is a generally low rate 
of contact between people with learning disability in residential care and their family 
members. The underlying factors associated with family involvement are critically 
examined.
Most commentators in the area of family involvement of people with learning disability 
refer to two competing ideologies which have influenced policies and practices. The first 
ideological influence can be traced back to the deinstitutionalisation movement (Hunt, 
1966; Goffman, 1961) together with acceptance of the principles of normalisation 
(Wolfensberger, 1972) which started in the 1960s and gained momentum in the 1970s. 
Together with work from Bowlby (1980) who stressed the primacy of parental nurture, 
the ideology states that residential care is detrimental to personal and social development, 
and it should be avoided or delayed until as late an age as possible. The enduring quality 
of family attachment is emphasised, as well as the rights of children to remain within their 
family and home and community. A corollary to this ideology is that if residential care 
becomes necessary, then it should be within the community and made as similar as 
possible to a family home (Dept, of Health (S. Ireland), 1990). Family involvement should 
be maintained at a high level throughout a person's life because of its crucial importance 
(Blacher and Baker, 1992).
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The second ideology, which can also claim its provenance from normalisation principles, 
assumes that people with a learning disability, like other people, should gain independence 
over time and move out of the family home to develop their own lives (McConkey, 1987). 
They should find their own place within the community, make their own friends and 
relationships and develop their own interests, and their social role within the community 
should be valued as much as any other person’s. Smith and Brown (1992) have edited a 
collection of papers on current interpretations of normalisation and social role 
valorization, which emphasises the rights of independence for a person with learning 
disability. Within this view there is stress on the need for a transition from home to 
community in order to develop independent living skills (Hill and Bruininks, 1981).
In theory there need be no contradiction between these two influences:- a person with 
learning disability could live at home until completion of education, then move out into 
a group home in the community but maintain close family ties for the rest of his life. Both 
these ideologies centre around the needs and rights of the person with learning disability 
and involve an unsubstantiated but implicit assumption that this accords with the needs 
and rights of the parents and other family members.
A third and much older influence can be discerned, but is rarely alluded to directly in the 
literature. This is the attitude that having a son or daughter with a learning disability is a 
misfortune and a burden for the parents, and that placement within a specialist institutional 
setting is the most appropriate course of action (Mayer-Gross, Slater and Roth, 1974):- 
it is preferable for families to detach themselves from the person with learning disability 
in order for the remaining family members to achieve their own development and lifespan 
tasks. An ancillary attitude can be that the specialist learning disability services will 
provide for the total needs of the person with learning disability and family involvement 
may be upsetting or an unnecessary interference. Okolo and Guskin (1984) have noted 
that during the 1970s it was still very common for professionals to promote the benefits 
of specialist institutional care to parents on the basis of the need for 24 hour care and 
supervision (see also Mayer-Gross et al., 1974).
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The link between current ideological influences and actual behaviour and attitudes of 
families who have a learning disabled close relative remains speculative. Most researchers 
in this area have focused on the measured behaviour and known characteristics of the 
people with learning disabilities and their families and only a few have examined feelings 
and attitudes regarding the decision to seek placement and subsequent feelings and 
attitudes towards involvement following placement (Blacher and Baker, 1994b; Sherman, 
1988; Tausig, 1985). Only one study (Hill, Lakin, Bruininks, Amado, Anderson, and 
Copher, 1989) has examined the feelings of the people with learning disability regarding 
family contact or its absence, and they found that about half would have wanted more 
family contact and almost none wanted less.
The policies promoted by government departments emphasise the primacy of the family's 
role and their partnership in the care, development and maintenance of the person with 
learning disability throughout the lifespan (D.H.S.S., 1971; D.H.S.S., 1983; Dept, of 
Health, (Southern Ireland) 1986; Welsh Office, 1978; Welsh Office, 1983). This view is 
reinforced by advocacy bodies (e.g. Campaign for Mentally Handicapped People (CMH), 
1980), and this view is usually reflected in the mission statements of the care provider 
agencies (e.g. King's Fund Centre, 1980). Kelleher, Kavanagh and McCarthy (1988) have 
sampled agencies' objectives which stress the partnership with family and the importance 
of "promoting contacts with parents, relatives and persons in the community" (p. 88). 
Most learning disability services in the 1990s provide training for their nursing and 
houseparent staff which emphasises the importance of community involvement and family 
contacts. A very similar emphasis is made in most of the patients' charters of people with 
learning disability, where the rights of access to normal community, social and family 
contacts are usually stressed.
These aspirations can fly in the face of evidence that in the U.S.A. a majority of people 
with learning disability have minimal contact with their family members, and a significant 
proportion have no such contact at all (Hill, Lakin, Bruininks, Amado, Anderson and 
Copher, 1989; Anderson, Lakin, Hill and Chen, 1992). Failure to address the issue of low 
family involvement with people in residential care who have learning disability can lead
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to positions of confusion and hypocrisy. The primary objectives of the present study were 
to determine what are the current rates of family contacts for people in residential care in 
Southern Ireland, and to examine what factors are associated with contact rates, and to 
consider the implications for services.
The main body of research in this area has addressed the question of what factors 
determine the amount of family involvement a person in residential care receives. The 
factors can be considered within the following three categories:-
(1) characteristics of the person with learning disability, including age, I.Q., level of social 
competence, degree of behaviour disturbance,
(2) characteristics of the family, including socioeconomic and educational status, number 
of children, marital status, stressors and supports, and
(3) intermediate or other factors, including distance between home and residential unit, 
attributes of the residential unit and the care staff, involvement in decisions about care.
Family involvement and family contacts.
Family involvement in the general sense of the term can include family members’ feelings 
and attitudes toward the person in residential care, their involvement in placement and 
programme decisions, their visitation contacts and their indirect contacts by phone or by 
letters and gifts, and contacts with the staff in the residential units about the person's 
welfare and progress. All these forms of involvement have been examined by researchers 
in this field, but by far the most frequent measure of involvement has been visitation rates, 
usually with a distinction made between visits to the residential setting by family and visits 
or holidays at home with family members. Measures of visitation have the advantages that 
they are meaningful, direct, behavioural and they include both parties- the person in care 
and the family.
The most frequent and reliable finding is that overall family contact rates for people in
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residential care with learning disability are very low. A representative study was carried 
out by Hill, Lakin, Bruininks, Amado, Anderson and Copher (1989) who found that 50% 
of their residential population were never visited by a family member. Some did make 
visits home themselves, but there were still 31% left who had no contact at all with their 
families. In an earlier study of 965 representative residents, Hill, Rotegard and Bruininks 
(1984) had found that 20% had no personal contact with any relatives (although some 
received letters and gifts), 60% received visits from family members, usually parents, from 
one to three times a year, and 20% received more frequent contact.
In their sample of older persons with learning disability Anderson et al., (1992) found that 
51% were never visited by family members, but 24% of their total population had no 
known living family members. Wilier and Intagliata (1982) also found that almost half of 
all residents were never visited by family members, and more recently Stoneman and 
Crapps (1990) found that approximately half of their residents living in family foster 
homes were never visited and never travelled to see their families. Lowe and de Paiva 
(1991) indicated that between 18% and 31% of residents in their study had no contact 
with their family.
This review and the present research study covers family contacts over the whole age 
range, but a distinction must be made between adults and children because there have been 
significant policy changes over the last twenty years which emphasise the primacy of the 
family for children and the importance of family access if a child is in care. This is reflected 
in the U.S. Public Law 94-142, The Education For All Handicapped Children Act, the 
U.K. Children Act 1989, and D.H.S.S. 1990, People First, and Southern Irish legislation 
(The Child Care Act 1991). A study by Anderson et al. (1975) in the 1970s did not show 
visitation rates for children to differ from adult rates by very much at all:- 44% of children 
were visited "seldom or never" by their parents. A much more recent study examined 
family involvement with children who (1) had learning disability, (2) had psychiatric 
disorder, and (3) had both learning disability and psychiatric disorder (Baker, Blacher and 
Pfeiffer, 1993). Sample size was 234 and the age range was from 5 to 19 years. Almost 
one third of the children had no family contact and about 50% had three or less contacts
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per year. Although dually diagnosed children had the lowest rates of family involvement, 
the visitation rates for the children with learning disability did not differ from the rates for 
children with a psychiatric disorder.
In one of the very few longitudinal studies Blacher and Baker (1994b) claimed, in contrast 
to most previous research, that there was no evidence of a decrease in family visitation or 
other measures of parental involvement for children who had started in residential care. 
There are grounds for doubting the long term validity of their claim. The sample size was 
only 55 and does not seem to have been representative because three quarters of parents 
were college educated- a characteristic that is known from other studies to predict high 
levels of involvement (Stoneman and Crapps, 1990). The two post-placement follow-ups 
took place within a period of only one year later so it is too early to predict what the 
pattern would be after more years.
Whilst it is probable that placement decisions and visitation habits are changing over time 
there is not yet enough evidence to affirm this.
There was one early published Irish study on family contacts of people in residential care, 
and this was one question contained in the Census of the Mentally Handicapped in the 
Republic of Ireland, 1974 (Mulcahy, 1976). A question about visitation was an unusual 
item to be contained in a national census of all 8,138 people in residential care in the 
country, which was designed to obtain basic demographic information (age, sex, location, 
length of stay, level of disability, additional incapacities and day placement). The category 
frequency of visits to the residential centre was asked for, and it was assumed that only 
family members were likely to make such visits.
Of the total residential population, 21% were never visited, and a further 20% were visited 
only once a year, 28% were visited occasionally (several times a year) and 31% were 
visited monthly or more often. Mulcahy (1976) broke these figures down into three age 
categories which showed that the frequency of visiting declined with the age of the 
resident, but no further analyses were offered. Nevertheless, this was an important and
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totally representative study which indicated very low visitation rates for people who for 
the most part were resident within an institutional setting at that time.
Following publication of that census most of the national newspapers seized on this one 
finding of low visitation rates in a spirit of national outcry and shame that so many people 
in residential care received minimal contact from family or the outside world. Perhaps this 
should not have so surprising. After all, approximately 95% of the residents lived within 
large scale institutions at that time and 34% were still located within large psychiatric 
hospitals. In 1974 the ideological influences of normalisation and the importance of family 
involvement in residential treatment had only started to percolate through to sections of 
the learning disability services and the public at large could not have been expected to 
have been much affected by such influences.
Another later Irish study entitled "Home Together" (Kelleher et a l, 1988) examined a 
population of people representative of those living in the recently established community 
group homes throughout the country in 1984. So many changes in residential provision 
have occurred within the 13 years since this study was carried out that it can no longer 
claim to be representative:- the first cohorts of people going into group homes were 
younger, including many children, and more able, and with fewer additional disorders or 
disabilities. In the Kelleher study nearly half of the group homes catered for children and 
only 10% of their residential population were within the severe or profound disability 
range whereas the 1997 National Database (Mulcahey, 1997) indicates that currently only 
6.2% of the total residential population are children, and a much higher percentage 
(43.0%) are functioning within the severe or profound disability range.
There are strong grounds for believing that people currently attending group homes in 
Ireland have different characteristics from those attending 13 years ago, and that the 
service itself has also changed. It is for these reasons that Bratt and Johnston (1988) have 
recommended evaluating "second generation" cohorts. Kelleher e ta l  (1988) found that 
nearly half of the group home residents went home every weekend, and when other forms 
of contact were included, two thirds of residents had weekly contact with family members.
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These apparently very high contact rates were inflated by excluding cases where parents 
were deceased or their whereabouts were unknown, which constituted 22% of the total 
sample. Another factor explaining the very high rates for family contact was that 34% of 
the group homes operated on a five-day week basis:- the residents in these group homes 
were contracted to go home every weekend. In contrast to the high rates for visits home, 
Kelleher et a l (1988) found that 51% never received visits from family members, which 
is a figure much more in keeping with other research findings (e.g. Hill et a l, 1989).
The study of Kelleher et al (1988) illustrates some of the methodological problems and 
difficulties of representativeness which plague research in this area. Residential services 
and placement policies have changed so dramatically in most western countries over the 
last two or three decades that it is very difficult to make meaningful comparisons between 
different studies.
Methodological issues.
There are only a small number of studies which fall fully within the area of family contacts 
of people with learning disability who are in residential care, and two U.S.A. research 
teams dominate the field, one based in Minneapolis and including Hill, Lakin, Bruininks 
and Anderson, and the other based in California and including Baker and Blacher. In 
Wales some of the studies from Felce and his associates have been partially focused on 
family contacts within the context of community residential developments (Felce, Lunt and 
Kushlick, 1980; Perry and Felce, 1994; de Kock, Saxby, Thomas and Felce, 1988). In 
Ireland McConkey and associated workers have focused on community contacts and 
integration (McConkey, 1987; Kelleher et a l , 1988, Clarke, 1988), but family contacts 
represented only a marginal aspect of these studies.
Nearly all the studies on family contacts are cross sectional and within that a majority are 
correlational studies. The few longitudinal studies which exist cover a whole range of 
behaviours and characteristics of people in residential care, and family contacts constitute
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only a small section of these studies and may be dealt with only cursorily, as for example 
in the studies of Evans, Todd, Beyer, Felce and Perry (1994), Shalock and Lilly (1986), 
and Lowe and de Paiva (1991). One longitudinal study which focused primarily on family 
contacts (Blacher and Baker, 1994b) covered a two year period and indicated very little 
drop-off in contacts over this limited period. A later follow-up of this cohort could prove 
to be very revealing.
Most of the methodological problems fall under the headings of sample size and 
representativeness, clarity and objectivity of the measures, and exclusions of important 
variables or sections of the sample.
The studies by the Minneapolis team (Hill et a l, 1989; Hill et a l, 1984) are exemplary in 
their attention to sampling procedures, geographical representativeness and large sample 
size- between 200 and 1,000 subjects. In contrast Baker and Blacher have published at 
least three studies all based on a small and unrepresentative sample of between 55 and 63 
subjects, where three quarters of the parents were college educated (Blacher and Baker, 
1994a; Blacher and Baker, 1994b; Bromley and Blacher, 1991; Baker and Blacher, 1993).
In one of the few U.K. studies (de Kock, Saxby, Thomas and Felce, 1988), the sample 
size was small-10 and 36 subjects in two related projects, and their families lived within 
a five mile radius of the residential unit, which seemed relatively very proximate compared 
with studies from the U.S.A. and Ireland. But this study was a valuable piece of 
exploratory research examining the links between community/family contacts and the 
characteristics of residential settings, staff factors and management policies.
Large samples are not always representative. Sherman (1988) examined the factors 
involved in the decision to place learning disabled family members in residential care and 
his findings are based on a detailed questionnaire completed by 531 families, but this 
represented only a 27% response rate.
Most studies of family contact have family visitation rates as their principal objective
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measure of contact, but studies can be difficult to compare exactly because of different 
time frames and methods of reporting, as well as different sources for the information. Of 
greater concern are studies where different measures are amalgamated to make a single 
family contact statistic. For example, Baker, Blacher and Pfeiffer (1993) amalgamated 
measures of programme involvement, telephone contacts, family visits and child visits to 
the family home in order to create a single family involvement index which they used in 
a regression analysis. The involvement demonstrated by a child going home to the family 
is qualitatively quite different and quantitatively far greater in time than the involvement 
demonstrated by making a phone call, and such a composite index would still be of 
dubious legitimacy even if a weighting system was employed.
A number of studies rely on parents' or caregivers' reports about characteristics which 
should be measured independently. Blacher and Baker (1994b) relied on parents' estimates 
of both level of functioning and level of behaviour disturbance, both characteristics which 
can be far more objectively measured. Stoneman and Crapps (1990) in one part of their 
questionnaire survey asked care providers to rate how close the client's relationship was 
to the family, an estimate of the feelings of two distinct parties.
Age.
In the research literature there is frequently an assumption that younger people starting 
off in residential care have relatively strong family contacts, but that this falls off with time 
and age. This assumption is based on inference from the studies which have shown that 
older people tend to have fewer family contacts than younger people (Mulcahy, 1976, 
Wilier and Intagliata, 1982; D'Onofrio et al., 1980). But other factors such as changing 
policies and attitudes over time, differential mortality rates, placement changes, and 
distance to travel could be responsible for reduced family contact rates among older 
people.
Because residential care is often organised to specialise by age groups, a number of 
studies (Baker and Blacher, 1996; Anderson et a l, 1992; Blacher and Baker, 1994b;
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Anderson et al 1975) have subjects with a very limited age range, and very little can be 
concluded from such studies except that they have necessarily ignored or underestimated 
the factor of age. Blacher and Baker (1994b) claimed to have found that there was no 
evidence of a falling-off in family involvement over time, but they examined contacts only 
up to two years following initial placement, and their sample was small and 
unrepresentative.
The much more reliable study of Stoneman and Crapps (1990) included subjects over the 
complete age range and greater care was taken to achieve representativeness. Within a 
context of very low visitation rates they found that older residents were less likely to go 
home than younger residents, but in general there was low involvement among all age 
groups.
D'Onofrio etal. (1980) found age to be the second largest negative correlate with family 
contact in a multivariate correlational study, but years spent in residential care proved to 
be a slightly more powerful correlate.
It is probable that age is a powerful mediating variable. Although the published studies 
reviewed here do not quote the details of correlations between several independent 
variables, some studies refer in discussion to the connection between age and family 
members left (Anderson etal 1992), age and distance (Stoneman and Crapps, 1990), and 
age and years in residential care (D'Onofrio et a l , 1980).
The speculated lifespan picture suggested by these studies is that younger persons (under 
21 years) whose parents are alive start off in residential care in a setting not too distant 
from the family home and have relatively high family contact rates. As the years go by, 
more of their parents die and more of their siblings move away, and the contact rates tend 
to lessen. By age 50 years and over most of their parents are deceased and contact from 
other family members may be hampered by long distances, leading to minimal contact 
rates. Although this interpretation seems to fit much of the evidence, it remains 
speculative until expensive longitudinal studies support or disconfirm it. Even if such a
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picture was broadly true, there is very little reliable evidence about when the main falling- 
off in contact rates occurs:- it is not known whether there a gradual decrease throughout 
the residential lifespan or whether most of the decrease occurs within the first few years.
Years spent in residential care.
The younger a person is when he enters residential care the higher the correlation will be 
between chronological age and years spent in residential care, assuming that the person 
remains thereafter in residential care. Therefore it is not surprising that there is a close 
association between the factors of age and years in residential care as determinants of 
family contacts in the few studies where both these factors have reliable variance (for 
example, Stoneman and Crapps, 1990; D'Onofrio et a l, 1980). But the greater the trend 
for people to enter residential care at an older age there is, the looser the association 
between age and years in residential care will be.
These two factors need to be considered carefully for their relative influence as 
determinants of family contact because they may reflect other factors such as policy and 
attitude changes over time. For example, it might be that in the 1970s people tended to 
enter residential care at a younger age and family contacts were discouraged whereas in 
the 1990s people tended to enter residential care at an older age and family contacts were 
positively encouraged.
In practice it is likely to be very difficult to tease out such differential influences because 
of other factors which can co-vary with age (for example, family members left, distance 
from home, differential mortality rates). A further factor which can be expected to interact 
with years spent in residential care is the number of residential placements a person has 
had. Hardly any study has included this factor as a potential influence on family contacts, 
probably because it is likely to be a very arbitrary variable :- a person in one health 
authority area may spend 20 years in one placement whereas a person in another health 
authority area may have ten different placements during the same 20 year period. One 
study in this field (Stoneman and Crapps, 1990) produced some tentative evidence that
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frequent changes in care provider homes seemed to reduce family contacts.
Family members left.
In the research about family contacts of people with learning disability in residential care 
the issue of who exactly is left within the family has often been ignored or confused. First 
an examination of who constitutes a family member is needed. For non-disabled people 
(defined here as people who do not have a learning disability) immediate family members 
could include the following possible relationships: a mother, a father (including adoptive 
parents and step-parents), a brother, a sister, and a son or a daughter. Extended family 
members might include grandparents, grandchildren, aunts and uncles, nephews and 
nieces, brothers- and sisters-in-law, and other partners of immediate family. A majority 
of the non-disabled population produce children of their own, and these parents can have 
family contacts with their sons and daughters and perhaps with grandchildren as well.
Only a small minority of learning disabled people have children of their own, and therefore 
as they grow older the majority have no possible access to such family contacts. At the 
same time their own parents are more likely to be deceased and any adult siblings are more 
likely to have moved away. These lifespan factors can go a long way in explaining the 
decrease with age of contacts with family for people with learning disability. Anderson et 
al (1992) found in a study of older people in residential care that an estimated 24% had 
no contact because there were no living family members left. But many studies in this area 
have failed to take account of the factor of who is left in the family for the person to have 
contact with.
A number of studies have excluded from their sample cases where there are absent or 
deceased family members, or where their whereabouts is unknown. Baker, Blacher and 
Pfeiffer (1993) excluded 32 children (12%) from their study sample because they had no 
families. Cases where families could not be contacted were also excluded from Baker and 
Blacher (1996). Stoneman and Crapps (1990) chose to treat as missing data the cases 
where there was no living mother or father or sibling, which necessitated them rejecting
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10% of their data. D'Onofrio et al (1980) reported that they excluded cases where there 
were no family members left. Anderson et al (1975), in a study with 22 correlates of 
family contacts, also failed to take account of the family left variable, even though they 
gathered information on parents' education, marital status and financial contributions.
Having no family members left, or one or more family members left, is likely to be an 
important variable in itself. There is likely to be a spectrum ranging from having no family 
members, and through having one or two family members, to having a complete 
immediate family plus a large extended family. It would seem preferable to make "family 
left" a variable in its own right and include a total representative sample. Subsequent 
analyses can then be carried out to examine the family contacts of particular subsections, 
such as those who have both parents alive, or those who have both parents deceased but 
have siblings.
Partly this confusion can be explained by what the studies are focusing on. If the study is 
about family contacts with the focus on the family then it is reasonable to exclude cases 
where family members are absent or deceased. If the focus is on the person in residential 
care then it does not seem legitimate to exclude cases where family members are absent 
or deceased. But it would be preferable to treat family left as a variable in its own right 
and account for all contingencies in data collection and analysis.
Distance.
The distance of the residential unit from the family members has been the factor which has 
been found to be correlated with family contact most often and most reliably. Parents 
who lived far away from the residential unit were less likely to visit their children 
(Anderson, Schlottman and Weiner, 1975). In two recent studies of children in residential 
care, Baker, Blacher and Pfeiffer (1993) and Baker and Blacher (1996) also found that
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distance from the residential unit was the strongest correlate of family involvement, and 
that distance was even more of an obstacle to visitation for children who had both learning 
disability and an additional psychiatric disorder. This may have been because such 
children would need a specialist treatment unit which would be more likely to be distant 
from home.
Distance from residential unit has also been found to be a very significant factor for 
visitation rates of older people in residential care. Anderson, Lakin, Hill and Chen (1992) 
found that only about one quarter of residents who had living relatives were within an 
hour's travel, and about 40% were more than two hours travel away.
It is likely that distance would be related to the years a person has spent in residential care 
and to the distribution of surviving relatives. An individual could start in residential care 
reasonably proximate to the parents' home, but the parents, and more especially the 
siblings, could move on and away. Also as and when the parents die, there is likely to be 
a greater distance involved for any remaining contact with siblings. Stoneman and Crapps 
(1990) in a study covering the complete age range of people in residential care, found 
results which tended to indicate such a pattern of lifespan development with regard to 
visitation. They found that the longer a person had been in residential care the further 
away both parents and siblings tended to live. Siblings visited from further away as the 
clients increased in age, and there was a significant negative correlation between distance 
and visitation rates for these siblings.
Surprisingly, distance was not mentioned very often as an important factor when parents 
were initially selecting a residential home for their son or daughter (Blacher and Baker, 
1994a). In a multiple choice interview questionnaire only 15% said that proximity to 
home was a factor in selection.
But most studies of family involvement which have involved a distance measure have 
found a significant association between the two variables (Ballinger, 1970; Balia and 
Zigler, 1971; Felce, Lunt and Kushlick, 1980).
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It might then be thought that the development over the last twenty years of providing 
community group homes designed to serve the needs of people within their own locality 
would increase levels of family involvement, but, as the next section shows, the evidence 
for this is equivocal.
Type of residential unit and characteristics of care providers.
Following the influence of the principle of normalisation many western countries 
established small group homes within the community as an alternative or replacement for 
the large residential units. Smaller units were presumed to be more homely and conducive 
to social contacts including contacts with the family. Some early studies did seem to show 
enhanced family visitation for people in the community group homes as against those in 
large institutions (Hill and Bruininks, 1981; Felce, Lunt and Kushlick, 1980).
But after community homes had become a more established form of residential care, there 
was a much weightier body of evidence showing no significant difference between group 
homes and large units (Latib, Conroy and Hess, 1984; Lowe and de Paiva, 1991; Emerson 
and Hatton, 1994), or that, when distance was controlled for, there was actually more 
family visitation in the larger units (Grimes and Vitello, 1990; Conroy and Feinstein,
1985). Because the Grimes and Vitello (1990) study examined visitation rates before 
relocation to community homes, and then 3 to 7 years afterwards, it might have been the 
factors of age and years in care which were responsible rather than the type of residential 
unit. It is also possible that change of residential unit itself disrupts routines of family 
contact.
An interaction of factors was suggested by de Kock, Saxby, Thomas and Felce (1988) 
who claimed that people newly admitted to group homes from their family homes 
maintained significantly greater family involvement than those transferred from 
institutions. Lowe and de Paiva (1991) suggested that family contacts did not improve 
after transfer to group homes if they had been poor prior to transfer, but for those who 
had good contacts there was evidence of some enhancement of such contacts as a result
of transfer to group homes. Anderson, Lakin, Hill and Chen (1992) found social 
relationships to be negatively correlated with size of residence but there seemed to be no 
control for distance, and family contacts were only one part of their social relationships 
factor.
The safest conclusion from the literature is that when distance, age, degree of disability 
and behaviour disturbance factors are adequately controlled for, there is no significant 
difference in family contacts for people in group homes as against people in larger 
residential units.
In areas where fostering families for people with learning disability is a common form of 
service provision, the evidence also seems to indicate no significant difference in family 
contacts, compared with people in large residential units or small group homes (Intagliata, 
Crosby and Neider, 1981).
The reasons speculated by researchers for these inconclusive findings are that any benefits 
accrued from creating more homely settings for people in residential care can be 
counterbalanced by guilt or uncomfortableness felt by family members visiting their 
disabled relative in what can be perceived as someone else's home. Some family members 
may feel more secure visiting within the more anonymous and structured setting of an 
institution. Blacher and Baker (1992) suggested that younger staff members who believe 
rigidly in normalisation principles might show disapproval towards parents who have put 
their son or daughter into residential care, but differential staff attitudes remain under­
researched in the area of family contact.
Stoneman and Crapps (1990) placed a major focus on the care providers in their study. 
The prevailing model of residential care in that part of the U.S.A. was for adults as well 
as children with learning disability to live in foster families termed family care home 
providers. The authors found the providers' encouragement of involvement was one of the 
three variables contributing unique variance among the predictors of family involvement, 
within a context of very low visitation rates overall. The strongest predictor was family
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involvement in the placement, and subsequent analyses indicated that when a positive 
relationship between family and care providers had been initiated and developed, this 
contributed strongly to higher visitation rates, and especially so if care providers had a 
disabled person in their own family. The survey also revealed that 81% of care providers 
who had tried to involve families believed their efforts had little or no effect.
Wilier and Intagliata (1982) found evidence that opportunities provided by the residential 
care facilities were an important determinant of family involvement.
Level of disability and level of social competence.
Level of disability is the most frequently quoted determinant of the decision to seek 
residential placement (Sherman, 1988; Tausig, 1985). In a large study (N = 531) 
examining characteristics of the disabled person and characteristics of the family which 
might be predictors of the decision to obtain residential placement, Sherman (1988) found 
that degree of learning disability and severity of behaviour problems were the two 
strongest determinants among the characteristics of the disabled person. Within that 
general finding there is evidence that having more severe and profound disabilities is even 
more likely to lead to residential placement, presumably because these people have much 
greater dependency needs and specialist care needs which many families feel unable to 
provide (Cole and Meyer, 1989; Sherman, 1988). A further refinement to that general 
finding was that for younger individuals (under 21) behaviour disturbance was the most 
important determinant, whereas for older individuals (over 21) the main determinant was 
I.Q. (Tausig, 1985). In similar vein, Bromley and Blacher (1991) found that level of 
learning disability and behaviour problems were strong contributors to the decision to 
place.
One recent study found that level of disability, as one of seven characteristics of the 
children under study, was not related to any placement experience variable (Blacher and 
Baker, 1994). There are grounds for doubting the general validity of this finding because 
their sample was small (N = 62) and not very representative (three quarters of parents in
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their sample were college educated).
It is reasonable to expect that degree of disability would also be a strong determinant of 
family contacts after placement, when the individual is in continuing residential care. 
Anderson etal (1975) found that this was indeed the case for children; those with lower 
I.Q. and lower social competence received less visitation from their family.
In a sample comprising the whole age range from 3 to 76 years, Stoneman and Crapps 
(1990) also found that more able and competent clients had closer family contacts, and 
these factors were more important than characteristics of the type of residential unit. 
Baker and Blacher (1996) also found that people with lower levels of learning disability 
had less family involvement.
Anderson et al. (1992) examined a sample of older people in residential care and found 
the factor most directly associated with low levels of general social integration was the 
level of learning disability, and although they did not discuss the finding, their tabulated 
results indicated that level of disability was also a statistically significant determinant for 
family contacts in particular.
In a relatively smaller scale study (N = 62) of children in residential care, Baker and 
Blacher (1993) found that more severely disabled children were more likely to be visited 
at the residential unit and less likely to be taken home, but they did not find a significant 
overall association of level of disability with visitation rates. But in one of this team's 
larger studies (N = 234) Baker, Blacher and Pfeiffer (1993) found that family involvement 
was greater for children with higher I.Q.s among other significant characteristics.
Very few studies in the area of family contacts included a measure of a person's social 
competence in addition to their level of disability, probably because the two variables are 
likely to be strongly correlated for a learning disabled population. One of the few that did 
examine social competence as one of 22 biographical and psychological variables was that 
of Anderson et al (1975) who found in a regression analysis that a social competence
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quotient was one of the best predictors of parental visitation for children. Anderson et al 
(1975) also showed that other non-contact forms of involvement by parents, such as 
attending case conferences, were not related to the characteristics of the child, leading 
them to conclude that child characteristics such as intelligence, social maturity and 
behaviour disturbance are only relevant when there is actual contact with the child.
Researchers have also looked at other variables related in some way to a person's level of 
disability and which might be predictors of family contact, including the presence of 
physical anomalies- not significant (Anderson et al 1975), mobility and sensory 
disabilities- significant, but not as strongly as I.Q. (Anderson, Lakin, Hill and Chen, 1992), 
and presence of a convulsive disorder- significant (D'Onofrio et a l , 1980).
Behaviour disturbance and additional psychiatric problems.
Presence and degree of behaviour disturbance represent another client characteristic which 
has been found to be negatively associated with family involvement (Tausig, 1985; 
Sherman, 1988; Baker, Blacher and Pfeiffer, 1993). Stoneman and Crapps (1990) also 
found behaviour disturbance to be a significant factor militating against family 
involvement. Behaviourally disturbed people were less likely to go home to their family, 
but they received just as much visitation as others within the residential units.
Behaviour disturbance was found to be the most significant factor precipitating requests 
for residential placement for younger people (Tausig, 1985), but other family stressors 
also contributed significantly. Sherman (1988) also found that an interaction of behaviour 
disturbance with other family stressors influenced decisions to place a person in residential 
care.
For children who are in residential care, those who had fewer behaviour problems received 
more family involvement (Baker, Blacher and Pfeiffer, 1993). In their study of older
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people in residential care Anderson et al (1992) also found that aggressive behaviour was 
negatively associated with the family contacts a person received.
In a smaller scale study Baker and Blacher (1993) found behaviour problems to be 
unrelated to family involvement variables, but this non-significance may have been due to 
their small sample size (N = 62).
In the much larger study by this team (Baker, Blacher and Pfeiffer, 1993) where the 
sample size was 234, an interesting comparison was made between children in residential 
care because of psychiatric problems, children with learning disability alone, and children 
who had a dual diagnosis of learning disability together with additional psychiatric 
problems. This last group had the lowest rate of family involvement. A regression analysis 
indicated that the factors of distance from home, socioeconomic status, child's age and 
behaviour problems accounted for most of the variance, after which having a dual 
diagnosis did not significantly increase the variance explained.
This finding indicates the difficulty of assessing the relative importance of factors which 
are themselves inter-correlated. In that study, distance emerged as the strongest single 
correlate of family involvement, but this may have been a spurious statistical finding 
because children with behavioural and psychiatric problems are so hard to place that a 
suitable residential facility might be found only at some considerable distance from home 
(Baker et a l , 1993). Also as the authors themselves observed, it is very difficult to 
distinguish between disturbed behaviour which is symptomatic of psychiatric problems as 
against disturbed behaviour which is associated with severely limited development. The 
authors did not comment on why the child's age was found to be a significant determinant 
of family involvement, but for children, age can have a simple interaction with behaviour 
disturbance:- an older, stronger child's behaviour can be far more disturbing than the same 
behaviour exhibited by a young child, especially if aggression is involved.
For adults as well it can be difficult to distinguish between primitive behaviours which can 
occur as a result of severe cognitive deficits and disability and behaviours which result
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from emotional disorders including neuroses, psychoses and personality disorders (Holt, 
Kon and Bouras, 1995).This difficulty is often referred to as "diagnostic over-shadowing" 
where a psychiatric disorder is over-shadowed by a pervasive learning disability (Moss, 
Patel, Prosser, Goldberg, Simpson, Rowe and Lucchino, 1993).
Sex, ethnicity and religion.
Nearly all studies in the area of family involvement with people in residential care have 
failed to find any difference between males and females (Tausig, 1985; Anderson et al., 
1992), although not every study mentions that they examined this variable (for example, 
Baker, Blacher and Pfeiffer, 1993). One study (Stoneman and Crapps, 1990) found a 
significant difference in that males were found to visit the family home more often than 
females.
Few studies report on the ethnicity or religion of their populations, and one which did 
examine these factors found that whites had higher visitation rates than non-whites in the 
U.S.A. (Baker, Blacher and Pfeiffer, 1993).
Characteristics of the family.
Sherman's study (1988) focused on critical factors which predicted parents' request for 
residential placement for their disabled son or daughter. He found that families who had 
sought placement were more likely to be larger, headed by a single parent, have more 
stressors and disruption, and tended to have fewer client support services. Neither family 
income nor parents' educational level were found to differentiate those who placed their 
child from those at home, but the low response rate of 27% to this questionnaire survey 
raises questions about representativeness of sample.
Once a person has been placed in care it is likely that a similar association of family factors 
will influence visitation rates. Baker, Blacher and Pfeiffer (1993) found that the parents' 
socioeconomic status and to a lesser extent their marital status, were significant predictors
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of visitation. Very similar findings came from the study by Anderson et al. (1975) who 
found that low economic status, and the parent with custody being divorced and 
remarried, were strong predictors of lack of involvement.
Baker and Blacher (1993) found that mothers who had higher educational status and 
fewer children tended to visit the residential unit more often. Stoneman and Crapps (1990) 
found that parents who had involved themselves more in the initial placement tended to 
maintain subsequent contacts far more, but they implicitly acknowledged that it was likely 
to be parents with marriage intact and more personal resources who had these 
characteristics.
Focus of the present study.
During the course of assessing the people in residential care in my own health authority 
area I had observed that family involvement levels seemed to be very low. Since no study 
within Ireland has focused specifically on family involvement, it seemed important to 
determine whether the pattern of involvement and the influences on visitation were similar 
to those found in research carried out in other countries. Ireland has a reputation for 
placing great emphasis on family values and on the care of the weak and vulnerable. Irish 
people have a reputation for having close ties with the immediate and extended family, but 
is this reputation really justified and would it be reflected in the family involvement of 
people with learning disability?
In common with other western countries, the Irish Dept, of Health places great emphasis 
on the partnership between families, service users and service providers (Dept, of Health, 
1986). It is important to know what the basis is for this policy assumption.
The focus of the present study was on the people with learning disability themselves rather 
than on their families. The study was designed as an exploratory piece of research to 
determine the rates of family involvement and to investigate the principal factors 
associated with involvement. Previous studies had ignored or underestimated the
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importance of critical factors such as who was left in the family, and the presence of 
behavioural and psychiatric disorders in adults. A representative study was needed to 
determine the main correlates in a correlational study where a number of individual factors 
were likely to prove significant in themselves.
Implications of the findings for service providers were considered to be important. For 
example, present assumptions of strong family involvement and interest in progress 
reviews and programme planning may prove to be unwarranted. An assumption that 
family members are strong advocates for the rights of their relative in residential care may 
also need to be questioned if those family members prove to have no involvement.
There was a twofold aim in the present study. The first was to provide a description of the 
rate and pattern of family contact within the context of the characteristics of people with 
learning disability who are currently in residential care. Strong efforts were made to 
provide a sample which would be representative of all people with learning disability who 
are in residential care in Southern Ireland.
The second aim was to determine which set of variables could best discriminate between 
the levels of family contact which were found. Understanding the factors associated with 
family contact could prevent efforts being wasted by agencies on projects which assume 
a high level of family involvement. If there were factors which clearly promoted or 
inhibited family contacts, then an understanding of these could inform services on what 
to encourage or avoid in the setting up of future services.
Selection of variables.
At an early stage it had been decided that this study would not focus on characteristics of 
the family of origin because these have been covered in other studies (Anderson et a l, 
1975; Sherman, 1988; Stoneman and Crapps, 1990; Baker and Blacher, 1993). Also, from 
preliminary impressions the researcher knew that a large proportion of people in 
residential care were likely to be found to have minimal contact, so it would have been
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very difficult to establish co-operation and consent from people who were uninvolved in 
the first place.
For the same reason it was not appropriate or feasible to examine the nature and quality 
of family contact in this study, except for making the clear distinctions between overnight 
visits to family as against receiving a visit in residential care and indirect contacts by 
phone, letters or cards.
What might have been possible, and would certainly be a worthwhile area of interest, was 
to examine the importance and meaningfulness of family contact for the person in 
residential care. From sociological studies (reviewed in Maluccio, Fine and Olmstead,
1986) it is known that contact with birth family can be crucially important for non-disabled 
children who are in foster care or children's homes. But there would be some challenging 
and inherent difficulties in investigating this for people with learning difficulties, because 
most have limited verbal skills and limited ability to self-report. Even if methodological 
difficulties could be overcome, there would be an ethical issue in whether it would be right 
to ask about matters which the person with learning difficulties could find upsetting, and 
whether informed consent could be given for that. Asking a person with learning difficulty 
about what in many cases would be an absence of family contact could be insensitive.
One of the main aims of this study was to obtain a broad overview of the important main 
variables determining family contact, and to provide a representative baseline measure of 
family contacts of people with learning difficulty in residential care in S. Ireland. Important 
main variables included age, level of learning disability, family members who are left, and 
distance between residential unit and family.
In all, there were 10 factors which were capable of being examined in this study. To have 
gone beyond this number of factors would have made the study too large and unwieldy 
for present purposes. Other studies have focused in on comparatively minor factors such 
as educational level of parents, birth order of child, physical anomalies of child and 
presence of convulsive disorder (D'Onofrio et al 1980, Blacher and Baker 1994a). But
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over-inclusiveness of variables could have led to problems in the statistical analysis stage 
of this study. Too many variables entered into a regression model can reduce the overall 
reliability.
The present research was essentially a correlational study. Some good studies (Blacher 
and Baker, 1994b; Baker and Blacher, 1993) have examined pre-placement and post­
placement conditions, and designs which take advantage of manipulation of one or more 
of the factors are more powerful than the more common retrospective studies such as 
D'Onofrio eta l (1980), Anderson e ta l (1992) and Bromley and Blacher (1991). In the 
present study it was not possible to manipulate the conditions for obvious ethical reasons; 
nor was it possible to take advantage of changes which were occurring anyway, because 
few people enter residential care in an average year in the area under study and no major 
change such as transfer of residential unit was taking place.
The selection of independent variables was made mainly on the basis of their predicted 
importance as correlates of family contact, but ethical considerations of whose rights to 
what level of information were also considered important, as well as practical 
considerations of time availability.
RESEARCH HYPOTHESES.
This research was a correlational study where 10 factors were examined to determine their 
relative influence on family contacts. It was likely that a number of these factors would 
be inter-correlated with each other, and therefore a multivariate regression technique 
would be the most appropriate to elicit the relative importance of one factor rather than 
another.
Any one of the 10 factors could be found to be a significant correlate of family contacts,
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but implications from previous research findings made it likely that some factors would 
be strong correlates, defined as showing a correlation with family contacts of 0.3 or 
greater, some factors would be weak correlates, defined as showing a correlation with 
family contacts of less than 0.3, and some factors would be unrelated to family contacts. 
Within this schema the hypothesised critical factors, their relative strength and the 
direction of the predictions are presented below.
Strong Correlates.
Age. It was hypothesised that age would be a strong correlate of family contacts. It was 
hypothesised that younger people would receive more family contacts than older people.
Years in Residential Care. It was hypothesised that the number of years spent in 
residential care would be a strongly associated with family contacts. It was hypothesised 
that people who have spent a shorter period in residential care would receive more family 
contacts than people who have spent a longer period in residential care.
Family Left. It was hypothesised that the number of immediate family members left to 
a person in residential care would be a strongly associated with the amount of family 
contact they receive. It was hypothesised that people who have more family members still 
alive would receive more family contacts than people who have few family members left.
Distance. It was hypothesised that the distance in miles between the residential unit and 
the person's family home would be strongly negatively associated with family contacts. It 
was hypothesised that people in residential units proximate to their family members would 
receive more family contacts than people who are living a longer distance away from their 
family members.
Behaviour Disturbance. It was hypothesised that the degree of behaviour disturbance 
exhibited by people in residential care would be strongly associated with family contacts. 
It was hypothesised that people with little or no behaviour disturbance would receive
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more family contacts than people who have significant and more severe behaviour 
disturbance.
Additional Psychiatric Problems. It was hypothesised that the presence of significant 
additional psychiatric problems would be strongly associated with the amount of family 
contacts. It was hypothesised that people who have no additional psychiatric problems 
would receive more family contacts than people who have significant or severe additional 
psychiatric problems.
Weak Correlates.
Level of Learning Disability. It was hypothesised that level of learning disability would 
be weakly correlated with family contacts. It was hypothesised that the more severe the 
level of learning disability the less the amount of family contact there would be.
Level of Social Competence. It was hypothesised that level of social competence would 
be weakly correlated with family contacts. It was hypothesised that people with higher 
levels of social competence would receive more family contacts than people with lower 
levels of social competence.
Non-correlates.
Sex. It was hypothesised that there would be no difference between males and females in 
the amount of family contacts received.
Type of Residential Unit. It was hypothesised that there would be no difference between 
people in group homes as against people in a large sized residential unit in the amount of 
family contacts received.
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CHAPTER 2.
METHOD.
Subjects.
There were 179 subjects in this study, all with some degree of learning disability. The 
subjects consisted of the entire population of people with learning disabilities who were 
in the residential care of a designated Health Board division. The Health Board area 
mainly comprises two whole counties which are on the western side of Southern Ireland, 
plus responsibility for two other small areas of neighbouring counties where geographical 
proximity to services made this more practical than adhering strictly to county divisions. 
The total population of the Health Board area was 80,057 in the 1991 census, but about 
5,000 should be added to this figure to allow for the two small areas of neighbouring 
counties, making the effective Health Board area total population 85,000.
The sample of 179 subjects in this study comprised 58.1% of the total population in 
residential care within the designated Health Board area, the other 41.9% being in the care 
of voluntary bodies whose services were parallel and highly similar to the Health Board 
services. Of the present sample, 96.1% came from the two counties of the designated 
Health Board area. A detailed breakdown of the characteristics of the population sample 
appears in Chapter 4.
Criteria for Selection as Subjects.
The main criteria for selection as a subject were 1) having a significant learning disability, 
2) being in residential care, and 3) having the consent of the main caregivers for 
participation in this study. Another criterion which was pragmatic more than necessary 
was that only people under the direct residential care of the designated Health Board 
division were included because the researcher worked within this division, had assessed
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all the people in residential care and was familiar with all the structures and procedures 
necessary for such a study.
Being in residential care was defined as spending four or more nights per week in 
residential care, so people who mainly lived at home but had periodic or regular periods 
of residential placement were not included, unless this amounted to their spending more 
time in residential care than at home. For this reason, people who received respite care, 
holiday breaks or temporary care for medical/mental health needs were not included.
Nobody was excluded from the study because of age, or because of having no family to 
have contact with, or because there were no known parents or relatives. These are 
significant points because some other studies have excluded subjects on precisely these 
grounds (e.g. Baker, Blacher and Pfeiffer, 1993; Stoneman and Crapps, 1990).
Brief Outline of the Data to be Collected and Rationale.
For each individual in residential care, the aim was to obtain 15 pieces of information, 
which together would comprise the dataset. This required information is listed below with 
a brief explanation of why it was needed. The method of obtaining this information is 
described in more detail in the Procedure Section (Chapter 3).
Age of person in residential care. Age was hypothesised to be associated with family 
contact.
Sex. Although not predicted to be associated with family contact, sex is a basic 
demographic variable.
County of Origin. Although not predicted to be associated with family contact, it was 
important to know which county area a person came from in order to establish that the 
sample was representative for a defined geographical area population.
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Type of Residential Unit. Although not hypothesised to be associated with family 
contact in this study, some earlier studies found the type or size of residential unit to be 
a significant factor, so it was important to include this as a variable.
Number of Residential Placements. This information was readily available and thought 
to be useful for a description of the sample, but the number of residential placements a 
person has had was not hypothesised to be related to family contact, because it would be 
a very arbitrary statistic and with little variation.
Years in Residential Care. This information was readily available and years in residential 
care was hypothesised as being associated with family contact. A wide range and variance 
could be expected for this factor.
Mental Age and Level of Learning Disability. Since learning disability is one of the
strongest reasons for a person entering residential care in the first place, the hypothesis 
was that the degree of learning disability would be related to family contact. Therefore it 
was important to obtain a measure of learning disability in this study.
Social Competence (Dependency). Since a person's social competence (and, conversely, 
their dependency needs) is one of the strongest reasons for their entering residential care 
in the first place, a hypothesis was that degree of social competence would be related to 
family contact. Therefore it was important to obtain a measure of social competence in 
this study.
Behaviour Disturbance (Challenging Behaviour). Since the presence of behaviour 
disturbance is another of the strong reasons for a person having to leave home and enter 
residential care in the first place, the hypothesis was that presence and degree of behaviour 
disturbance would be related to family contact. Therefore it was important to obtain a 
measure of behaviour disturbance in this study.
Additional Psychiatric Disorder. For children at least, the presence of additional
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psychiatric problems has been found to militate against family contacts. Therefore, for this 
study covering the whole age range, it was important to include presence of psychiatric 
problems as a variable, the hypothesis being that this would be found to be related to 
family contacts.
Family Left. Whether or not parents are alive and whether or not siblings exist and are 
contactable, and who is left within the family to have contact with; these were predicted 
to be related to family contact. A clear and simple measure of who was left in the family 
was hypothesised to be an important variable in this study.
Distance (from residential unit to family). Several studies have found distance to be 
strongly associated with family contacts, and it was predicted to be an important correlate 
in this study.
The Measures of Family Contact.
For the reasons detailed in the Introduction, it was decided to collect only unobtrusive 
category of frequency measures of family contact which would be known to the caregivers 
in the residential units. These measures are of visits made by the subjects to their families, 
visits made by family members to the subjects and the presence or absence of any other 
indirect contacts by phone or letters or cards.
Overnight Stays with Family. A measure of frequency of overnight stays with family 
members was theorised as being the most meaningful and important measure of family 
contact because a significant period of direct contact with family is implied by an 
overnight stay, and a serious degree of commitment is likely to be involved in such an 
arrangement. This variable was to be considered the primary measure of family contact.
Visits from Family Members to the Person in Residential Care. A category measure 
of the frequency of such contacts was considered to be an important secondary measure 
of family contacts. A visit to the person in residential care usually implies a lesser
229
commitment and effort than having the person staying for a period of overnights at home, 
but a visit to residential centre might often involve long journey times to get there.
Indirect Contacts by Phone, Letters or Cards. Such indirect contacts would be 
predicted to be far more variable and difficult to measure than a more important and 
memorable event of an overnight stay. Within the known context that very many people 
had minimal visitation rates, it was decided to make the indirect contacts a simple 
dichotomous variable; did the person receive some such contact by phone, letters or cards 
or no such contact. Anything more than this might be intrusive since caregivers do not log 
phone calls and the mail of people in their care, no more than natural parents would.
One objection to the method used in this study is that there was no check for the reliability 
of the information which the caregivers were providing. It would have been preferable to 
have asked alternative caregivers (for example the houseparents working the opposite 
shift) to provide the same information on, say, 15% of the persons in care, and then 
produce reliability measures between the two sets of caregivers. An alternative method 
would have been to seek other measures of reliability by painstaking analysis of group 
home diary records together with residential file records, assuming these might contain 
information about contacts. But these methods of reliability checks had to be rejected 
because in an earlier research study which the writer had supervised, a trainee 
psychologist had attempted precisely such a reliability check in a study on leisure pursuits 
of people with learning disability. The caregivers had learnt that they were being checked 
up on, and believed their knowledge about the people in their care was being questioned, 
and the whole project was put in jeopardy until this approach was abandoned and the 
fences mended.
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CHAPTER 3.
PROCEDURE.
Subjects were 179 people in residential care. Data were collected in two distinct phases 
and periods of time. The first phase was over a five year period preceding the present 
date, during which overall psychological assessments were carried out with all the people 
in residential care. The second phase took place during 1996 when data were collected 
from caregivers specifically covering the family contacts of the people in residential care.
Phase 1. Background Information, Demographic Data and Psychological 
Assessments.
The researcher had carried out assessments on all the people in residential care over the 
preceding five years for the purposes of having accurate and relevant information for 
individual programme planning, for planning of future services and improving quality 
services and quality of life. Social and community contacts, family contacts and leisure 
pursuits were considered important aspects of quality of life for a person in residential 
care.
The formal information which the psychologist obtained during each assessment is listed 
below, together with notes on how this information was collected. Each person had two 
files, one a residential file which is started when a person first enters residential care and 
remains with him throughout care, even when a placement changes, and the other is a 
psychology file which is maintained and kept by the psychologist.
1) Date of birth, and hence age of the person in residential care. In most cases there
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was accurate information in a person's residential file, but for 8 cases I needed to verify 
a date of birth in the Births, Marriages and Deaths Office, and for 3 people even this failed 
to establish a date of birth and an estimate had to be made. There were no known next of 
kin for these three.
2) Sex, male or female.
3) County of origin. Where the person came from was defined as where the person spent 
his childhood or longest period of time before entering residential care.
4) Type of Residential Unit. In the Health Board area under consideration this was a 
simple dichotomy between large residential unit and community group home. There are 
no fostering arrangements or sheltered housing arrangements yet in place in this area. The 
large scale unit houses 115 people and is a traditional institution situated in the country 
nine miles from the nearest town. The community group homes are situated in towns and 
all have one houseparent on duty at any one time, working on opposite shift to a second 
regular houseparent for each home, with four to eight people in any one house.
5) Number of Residential Placements and Years in Residential Care.
Although these were treated as two variables in data analysis, the information was 
collected at one and the same time during psychological assessment. The main method 
was to examine closely a person's residential file which in nearly all cases contained their 
date of first admission into residential care and a record of all subsequent placement 
changes. This information was cross-checked with the current caregiver when she was 
being an informant for part of the assessment. In 6 cases some "detective work" had to 
be undertaken before accurate information could be obtained, for example, by contacting 
an older nurse who would remember, or by telephoning an institution to check their 
record of a previous placement.
6) Mental Age and Level of Learning Disability. Standard I.Q. assessments were 
carried out by myself on all the people in residential care apart from five cases where
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assessments of children had been initially carried out by a psychologist colleague. The 
W.H.O. (World Health Organisation) classification of level of learning disability was used, 
based on a person's I.Q. (Borderline, Mild, Moderate, Severe or Profound). A separate 
record of Mental Age or equivalent Test Age was kept for each person, for use as a 
continuous variable.
7) Social Competence. As a general measure of the dependency level of each client the 
McConkey Scales ( McConkey and Walsh, 1982, Appendices p.303) were completed by 
the person's caregiver in the presence of myself.
8) Degree of Behaviour Disturbance (challenging behaviour). The Wilkinson Scales 
(Appendices p. 307) were selected as the instrument for obtaining a measure of behaviour 
disturbance, and were completed by the caregiver in the presence of myself.
Phase 2. Specific Information about Family Contacts, Distance between 
Residential Unit and Home, and presence of additional Psychiatric Problems.
The overall sequence during this phase of data collection was (1) establishing permissions 
and conditions for the use of all the research information/data,
(2) obtaining family contact data from the caregivers and working out distances between 
residential unit and family, and (3) obtaining categorical information about the presence 
of additional psychiatric problems from the psychiatrist.
(1) Establishing Permissions and Conditions.
Ethical approval for this study was gained from the Advisory Committee on Ethics of 
Surrey University, and from the Director of Public Health of the local Health Board. Then 
the group home supervisors and the managers of the large residential unit were 
approached, informally by talking with them and explaining my area of research interest, 
and formally by asking them to read the Information Sheet which was left with them, a 
copy of which appears on page 295 of the Appendices. Any questions or comments were
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dealt with by answers or explanations.
At this stage considerable interest was expressed in the project because there was felt to 
be a relevant issue involved. On the one hand there was a background policy of promoting 
family contacts, and on the other hand there was often resistance by family members to 
such approaches from the residential services. Residential unit managers and supervisors 
were interested in knowing what level of involvement there really was between people in 
residential care and their families. The managers and supervisors gave consent for the 
research to go ahead - a copy of the formal consent letter appears on page 297 of the 
Appendices.
Next the direct caregivers, who were the group home houseparents or care workers or 
qualified nurses, were approached formally by advance letter, a copy of which appears on 
page 298 of the Appendices, announcing my intention to contact them about this study,. 
A copy of the same information sheet which was shown above (p.295) and a copy of a 
consent form which is shown on p. 299 was enclosed with this advance letter.
The caregiver for any given person was defined and selected as the houseparent or 
careworker who had the greatest care role with the client. For group homes there are 
always two houseparents who work opposite shifts, and the one who had spent longest 
with the client in the group home was selected from these two.
Within the large residential unit, the nurse or careworker who had the longest and most 
recent care role with the client was selected. Rosterings were in any case arranged to 
ensure continuity of care for the clients in care. Because of staff changes and some nurses 
being on extended leave, it was sometimes necessary for a more senior nurse to be 
selected because the actual current caregiver was only recently appointed. In these cases, 
the senior nurse would have had at least two years of being a caregiver for the client.
About a week after the advance letter, information sheet and consent form had been 
delivered, the researcher followed up by telephone contact to arrange to meet with the
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caregiver at a time most suitable to themselves and when there would be privacy. The 
venue was invariably the group home or residential unit, that is, the psychologist went to 
the caregivers rather than vice versa.
The researcher ascertained whether the caregiver had read the information sheet, and if 
there was any doubt, he asked the caregiver to read a copy there and then. At this stage 
the consent form was presented and the caregiver was asked to read this carefully before 
deciding and signing. If anyone asked for clarification on a point this was given.
In fact, all caregivers were willing to give consent and provide the information requested. 
A protocol questions sheet, which appears in Appendices, page 300, was then presented 
to the caregiver, and before commencing she was asked to make available the clients 
residential file in case it was needed for reference purposes. This questions sheet was not 
filled in by anyone, and was only used for reference purposes to enable the caregiver to 
see clearly the questions. The caregivers verbal answers were entered in coded form onto 
a separate sheet retained by the researcher.
This protocol question sheet remained with the caregiver for her to look at whilst the 
researcher also verbally asked the same questions, and the researcher filled in the coded 
answer on a record form, a copy of which appears on page 302 of the Appendices.
The data were entered by the author into a computerised statistical package (S.P.S.S. for 
Windows) for data analysis, keeping to the letter and code system so that neither the 
identity of the client nor the meaning of the data could be known by anyone other than the 
author.
Presence of Additional Psychiatric Problems.
The psychiatrist covering the learning disability service, like the author, had worked within
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this service for over eight years. Therefore she knew most of the people in residential care 
on an ongoing basis which made it easier to say whether a person had psychiatric 
problems.
It was explained to the psychiatrist that what was required was a basic three-way 
categorisation of the sample, the categories being 1) people who have no significant 
psychiatric problems, 2) people who have mild psychiatric problems, and 3) people who 
have serious psychiatric problems.
It was explained that this categorisation was for current research purposes only, and could 
not be entered into any person's file; the procedures for ensuring confidentiality and 
security of data were emphasised.
The clients' files were made available to the psychiatrist during this step of the procedure 
in case she needed to refresh her memory of the client or consult the file for clarification 
purposes. The cases were considered by the psychiatrist in random order.
It was explained that each classification was to be made on the basis of her overall clinical 
psychiatric judgement. No attempt was made to apply rigid criteria for classification on 
the basis of behaviour disturbance, history of psychiatric hospital care, previous diagnoses, 
symptoms, medication or other such criteria, because any one of these by itself could be 
misleading. But the psychiatrist understood that all such relevant criteria could be useful 
in making her judgement.
No significant difficulties were expressed by the psychiatrist in carrying out this 
classification, and the task was completed within a three hour period. A few times the 
psychiatrist turned to the author for his own opinion or agreement but no opinion was 
offered back. On reaching the last case the psychiatrist wondered whether she had been 
too reserved in her judgement during the first few cases she had considered. She wanted 
to review her classification of the first twenty cases that had been presented, which was 
allowed, and this review resulted in her re-allocating one case into the "mild psychiatric
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problems" category where the person had been in the "no significant psychiatric problems" 
category.
Overall the psychiatrist expressed satisfaction and confidence in making the 
categorisations.
THE PILOT STUDY.
A pilot study was carried out with three of the caregivers who gave information about 18 
of the people in their care, and as a result some minor modifications in design and 
procedure were made, and these are detailed below. None of these changes necessitated 
data being abandoned from the subjects in the pilot study itself.
For Question 2 it ought to be possible logically to distinguish between the situations of 
having one or both parents alive and one or more siblings alive as well, as against having 
one or both parents alive but having no siblings alive. In practice though, it was extremely 
difficult for the caregivers to make this distinction. If a parent was alive then caregivers 
knew this as a certainty, but they would not necessarily know if there were other siblings 
or not. In contrast, if parents were deceased, caregivers knew as a certainty if there was 
one or more siblings, and if there was any contact. The concept of next of kin is important 
for a person's care and this information is on the first page of their residential file and this 
partly explains how the caregivers become more certain about the presence or not of 
siblings only after the death of parents.
It was decided to simplify and reduce the number of all possible logical combinations to 
those below.
1) Parents deceased- no siblings.
2) Parents deceased- sibling(s) live abroad.
3) Parents deceased- one or more siblings live in Ireland.
4) One parent alive.
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5) Both parents alive.
This effectively removes sub-categories of conditions 4) and 5) where there may be some 
with or without siblings who live within or outside Ireland, but this was not felt to be an 
important loss of information, given the main condition of having a parent alive.
For Question 4 the gradations of frequency categories for overnight stays with family 
were found to be too finely discriminated for the caregivers to cope with. For example, 
one caregiver said, "I'm not sure if he went home for 5 to 9 overnight stays in the last year 
or for 1 to 4 overnights-1 think it was 4 or 5 nights." It was decided to collapse the 
frequency categories to some extent in order to eliminate uncertainty, and the final 
reduced categories are shown below.
1) Stayed 50 or more overnights with family in the last year.
2) Stayed 20 to 49 overnights with family in the last year.
3) Stayed 1 to 19 overnights with family in the last year.
4) Had no overnight stays with any family member in the last year.
These category reductions meant that time was not wasted in the pursuit of fine detail and 
the time taken for carrying out the interview questionnaire became about 25 to 35 minutes 
long for the usual case where one caregiver was providing information about 6 people in 
her care.
No serious difficulties were found in subsequent data collection and no further design 
modifications were needed.
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CHAPTER 4.
RESULTS. 
DESCRIPTION OF POPULATION.
Total Number and Sex.
In May 1997, some months after completion of data collection, basic demographic 
statistics from the National Database for Learning Disability (1997) became available on 
request by the author, and these enabled comparisons to be made between the sample in 
this study and the national population within residential care. The parameters for 
comparison were the proportions for sex, type of residential unit, age and level of 
disability.
There were 179 individuals examined in this study and of these 101 (56.4%) were male, 
and 78 (43.6%) were female. The proportions from the National Database (1997) 
indicated that within the whole national population of people with learning disability who 
are in residential care, 51.4% were male and 48.6% were female. A chi square test 
indicated no significant difference between the proportions observed in the present study 
and those expected from the National Database figures (chi square = 1.81, df = 1, not 
significant at p = or <05). The null hypothesis of no significant difference between the 
sex proportions in this study and the proportions within the national residential population 
was accepted.
Geographical Area.
The overwhelming majority (96.1%) of people came from the three counties which make 
up the area covered by the Health Board which provided the residential services, and
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which constituted the geographical area under consideration in this study.
Type of Residential Unit.
In the present study, 64.25% were living in a large-scale residential unit and 35.75% were 
living in community group homes. In the national residential population 68.40% were 
living in large-scale residential units and 31.60% were living in community group homes 
(National Database, 1997). A chi square test indicated that there was no significant 
difference between the proportions for this study and those expected nationally (chi square 
= 1.39, df =1, p=0.22, not significant). The null hypothesis was accepted and it was 
concluded that the sample in the present study was representative for the proportions of 
type of residential setting.
Number of Placements, and Years Spent in Residential Care.
The mean number of residential placements, including the client's present placement was 
2.66 placements, and the range was from 1 to 7 placements.
The mean number of years that a client had spent in residential care of one form or 
another was 21.89 years, (S.D. = 13.86, Range = from 1 to 69 years).
Age.
The mean age of the population of people in residential care in this study was 42.94 years 
(S.D. = 15.06, Range = 4 years to 77 years). The mean age of the national population in 
residential care was 39.6 years (S.D. = 15.8). The mean difference of 3.34 years was 
statistically significant, (t = 2.27, p=0.005). The respective numbers and percentages 
within four age bands are for the present study sample and the national residential 
population are shown in Table 1 below.
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Table 1. Age range of present population and national population.
Age Range. Present Study.
Freq. Percent.
National Database. 
Freq. Percent.
0 to 19 years. 14 7.82% 776 10.25%
20 to 39 years. 57 31.84% 3322 43.87%
40 to 59 years. 80 44.69% 2632 34.76%
60 years & over. 28 15.64% 842 11.12%
Totals 179 100.00% 7572 100.00%
A chi square test was carried out testing the observed frequencies within age band found 
in the present study sample with those expected from the national population proportions, 
and chi square was 14.9, df=3, p=0.002. Observation of the data in Table 1 would seem 
to indicate that in the present sample the age group of 40 to 59 year olds was over 
represented and the age group of 20 to 39 year olds was under represented.
Family Left. Table 2 below shows the pattern of distribution of who is left in the family. 
Table 2. Who is left in the family.
Family members left. Number Percent
Parents deceased. No traceable 
siblings.
17 9.5%
Parents deceased. Any siblings live 
abroad.
15 8.4%
Parents deceased, but one or more sibs 
in S. Ireland.
71 39.7%
Has one parent alive. 41 22.9%
Has both parents alive. 35 19.6%
Totals 179 100.0%
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This distribution of who was left in the family was likely to be partly a function of the 
mean age of the sample. Younger people would be more likely to have both parents alive. 
Older people would be more likely to have parents deceased and possibly siblings who 
have emigrated. This relationship is shown in Table 3 below, which indicates the cross 
tabulation between age level and category of family who are left.
Table 3. Age range by family left.
Age range 
1 to 34 yrs.
Age range 
35 to 54 yrs
Age range 
55 & over.
Totals
One or both parents 
alive. 38 37 1 76
Parents deceased. 
One or more sibs 
in S. Ireland.
6 42 23 71
Parents deceased.
No siblings or siblings 
abroad
2 13 17 32
Totals 46 92 41 179
Chi square = 63.07 df = 4 p = <0.001
Contingency Coefficient = .5104 p = <0.001
Level of Disability. The frequencies and percentages of disability level of the people in 
residential care are shown below.
Table 4. Level of disability in present population and national population.
Disability
Level
Present Study. 
Freq. Percent.
National Database. 
Freq. Percent.
Borderline 8 4.5% Excluded.
Mild 47 26.3% 1274 17.0%
Moderate 23 12.8% 3001 39.9%
Severe 67 37.4% 2380 31.7%
Profound 34 19.0% 849 11.3%
Totals 179 100.0% 7504 100.0%
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A chi square test indicated that there was a significant difference between the observed 
proportions of disability level in this study and those expected from the National Database 
(chi square = 60.94, df= 3 , P< .001). The figures in Table 4 would seem to indicate that 
in the present study, people with a moderate learning disability were under-represented 
and people with a severe and profound disability were over-represented.
Mental Age and Level of Social Competence.
A person's degree of disability is based on their Mental Age or Intelligence Quotient 
(I.Q.). It transpired that there was a very high correlation of 0.91 between Mental Age 
and degree of social competence as measured on the McConkey Scales in this study. (On 
the Pearson's Rho Test r = 0.91, p = <0.0001.) These two measures were obtained by very 
different methods. For mental age the clients themselves had been assessed by the writer 
psychologist using standard I.Q. tests which measure mental abilities. For social 
competence the caregivers completed the McConkey scales which cover social and 
general independence abilities. The close association found between mental age and 
degree of social competence meant that particular care had to be taken for effects of 
collinearity in any subsequent analyses which included these two variables.
For most subsequent statistical analyses, the variable of disability level was collapsed into 
three category levels as shown below.
Table 5. Three category levels of disabilify-
Disability Level Freq Percent
Borderline and 
Mild
55 30.7%
Moderate and 
Severe
90 50.3%
Profound 34 19.0%
Total 179 100.0%
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Similarly, the variable of degree of social competence as measured on the McConkey 
Scales was also reduced to three categories for most subsequent analyses, and these are 
shown below.
High level of Social Competence - Raw scores 15 to 33 - 
Medium level of Social Competence - Raw scores 34 to 49 - 
Low level of Social Competence - Raw Scores 50 to 64 -
n = 55
n = 63
n = 61
Degree of Behaviour Disturbance.
The Wilkinson Scales proved to be an effective instrument in measuring degree of 
behaviour disturbance because a broad range of scores on this scale was produced, which 
made for a meaningful categorisation into three levels of behaviour disturbance in 
subsequent analyses.
Range of scores on the Wilkinson Scales - Minimum 3. Maximum 99.
Mean score on the Wilkinson Scales - 25.55 Standard Deviation - 20.01
Three levels of behaviour disturbance, Low, Medium and High, were constructed from 
the raw scores, and these are shown below.
Low level of Behaviour Disturbance - Raw Scores 1 to 19 - n = 98
Medium level of Behaviour Disturbance - Raw Scores 20 to 39- n = 44 
High level of Behaviour Disturbance - Raw Score 40 to 60 - n = 37
In most subsequent analyses these three category levels of behaviour disturbance were 
used, because the raw scores could not be used in tests which required interval measures 
and/or an assumption of normal distribution.
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Presence of additional psychiatric difficulties.
The psychiatrist classified people as having either no significant psychiatric difficulties, or 
mild psychiatric difficulties, or very significant psychiatric difficulties, and the results of 
this tripartite categorisation are shown below.
No Significant Psychiatric Difficulties - n = 96 53.6%
Mild Psychiatric Difficulties - n = 49 27.4%
Very Significant Psychiatric Difficulties - n = 34 19.0%
Distance in Miles between Residential Unit and Family.
The distance measure had a wide range and large variation, and this meant that it was 
legitimate and meaningful to collapse the data into three categories of distance:- Near 
Distance, Medium Distance and Long Distance.
Near Distance - 1 to 15 miles between home and unit n = 58
Medium Distance - 16 to 129 miles between home and unit n = 85
Long Distance - 130 miles and over between home and unit n = 36
Within the total sample there were 6 cases where the next of kin family member lived in 
the U.S.A., and to avoid statistical artifacts in parametric analyses these 6 outliers were 
assigned the next 6 numbers greater than the highest distance in the remaining dataset. 
The mean distance, range and standard deviation are shown below for the dataset 
excluding these 6 outliers in the U.S.A.
Mean Distance = 75.792 miles. N = 173. Range - 1 mile to 589 miles.
(Median = 27 miles and Mode =11 miles, this latter being the distance between the large 
residential unit and the nearest large town.)
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THE FAMILY CONTACT VARIABLES.
Measures of Family Contact. - Overnight Stays with Family.
Table 6 below shows the frequency distribution of different categories of overnight stays 
with a family member.
Table 6. Frequency of overnight stays.
Overnight Stays. Number Percent
Had no overnight stays with any family 
member in the last year.
107 59.8%
Stayed 1 to 19 overnights with family in the 
last year.
23 12.8%
Stayed 20 to 49 overnights with family in the 
last year.
18 10.1%
Stayed 50 or more overnights with family in 
the last year.
31 17.3%
Totals. 179 100.0%
Measures of Family Contact. - Visits Received by the People in Residental Units.
Table 7 below shows the distribution pattern for categories of visitation rates received by 
the people in residential care from family members.
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Table 7. Frequency of family visits received.
Family visits received. Number Percent
Received no visits from family 
members in the last year.
59 33.0%
Received one visit from a family 
member during the last year.
26 14.5%
Received 2 to 5 visits from a family 
member during last year.
54 30.2%
Received 6 to 20 visits from a family 
member during last year.
21 11.7%
Received more than 20 visits during 
the last year.
19 10.6%
Totals. 179 100.0%
The relationship between the two forms of visitation contact is shown below in Table 10.
Table 10. Overnight stays by visits received.
No visits 
p.a.
One
visit p.a.
2 to 5 
visits p.a.
6 to 20 
visits p.a.
Over 20 
visits
Row
totals
No over
nights
p.a.
43
A1
18
A2
30
A3
7
A4
9
AS
107
1 to 19
over
nights
6
B1
3
B2
8
B3
4
B4
. 2
B5
23
20 to 49
over
nights
2
Cl
1
C2
6
C3
5
C4
4
C5
18
50 or +
over
nights
8
D1
4
D2
10
D3
5
D4
4
D5
31
Column
totals 59 26 54 21 19 179
The real focus of interest is the difference between those people who have zero or minimal
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contact with family and those people who have some significant amount of contact. The 
people who have zero or minimal contact can be neatly defined as those in cells A l, A2 
mdA3  in Table 10 above. Those in cell A l  had no overnights and no visits during the last 
year. Those in cell A2 had no overnights and only one visit. Those in cell A3 had no 
overnights and 2 to 5 visits. Therefore the group comprising cells A l, A2 and A3 can be 
designated the Minimal Family Contact group, and all the other cells can comprise the 
Significant Family Contact group.
There were 91 people in the Minimal Family Contact group, which was 50.8% of the 
total sample, and there were 88 people in the Significant Family Contact group, which 
was 49.2% of the total sample.
In words, the Minimal Contact group was defined as those people who had no overnight 
stays with family and less than six visits from family in the last year. In words, the 
Significant Contact group was defined as those people who had one or more overnight 
stays with family and/or six or more visits from family in the last year. This 
dichotomisation made statistical sense. Family contact had not proved to be a continuous 
variable, nor even an ordinal variable because of the large percentage of people who had 
zero rates of family contact.
Measures of Family Contact. Contacts by Phone, Letters or Cards.
This variable was not as useful in contributing to the overall picture of family contact as 
the variables of overnight stays and visits by family. Because of the inherent drawbacks 
of the dichotomous variable of contact by phone, letters or cards, no attempt was made 
to amalgamate this statistic with the main combination variable described above which 
distinguished between the Minimal Contact group and the Significant Contact group. But 
the relationship between that kind of "meeting in person" contact and "distant" contact by 
phone or mail is illustrated in Table 11 below.
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Table 11. Contacts by phone, cards or letters.
People who had 
no contact by 
phone, cards or 
letters last year.
People who had 
some contact by 
phone, cards or 
letters last year.
Totals
Minimal Family 
Contact
41 50 91
50.8%
Significant Family 
Contact
13 75 88
49.2%
Totals 54
30.2%
125
69.8%
179
100.0%
Chi square = 19.47 df = 1 p = <.001
Contingency coefficient = 0.313 (positive association) p = <001
There were 41 people who were in the Minimal Contact group (no overnight stays and 
less than six visits) who also received no contact by phone, cards or letters during the 
previous year, this being 22.9% of the total sample.
The figure for absolute zero contact (no overnights, no visits, no phone calls, cards or 
letters) was 28 which was 15.6% of the total sample.
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CHAPTER 5.
RESULTS
FACTORS ASSOCIATED WITH 
FAMILY CONTACT.
For the purposes of most statistical analyses which are presented below, each of the 
factors associated with family contact was collapsed into a three-category variable, with 
the exception of the factors of sex and type of residential unit which were two-category 
variables. The dataset as a whole did not lend itself to statistical analyses which relied on 
assumptions of interval measurements, normality of distribution, homogeneity of variance 
and absence of homoscedasticity. Some of the variables (age, years in residential care, 
distance from family and mental age) were at least ordinal measurements and an analysis 
of means was appropriate and legitimate for these variables. Other variables (scores for 
behaviour disturbance and for social competence) were not completely ordinal, and any 
comparison of means would have been open to question.
The remaining variables, which were family left, level of learning disability, dual disability, 
sex and type of residential unit, were category variables and it would be illegitimate to 
make any assumptions about the shape of the population of scores or about any underlying 
continuity in these variables. For these reasons most of the analyses in this section are chi 
square tests with the contingency coefficient as a measure of association.
As shown in the last chapter, the one important variable of family contact was the 
dichotomy between the Significant Contact group who had one or more overnight stays 
with family and/or six or more visits from family in the last year, and the Minimum 
Contact group who had no overnight stays with family and less than six visits from family 
in the last year.
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The factors associated with family contact are considered in terms of groups of variables 
which are logically or in practice related to each other. The first variable is family 
(members who are) left, and this is related to the second variable, age (of person in 
residential care) because it is reasonable to assume that older clients will have less family 
members left. Age is in its turn related to years in residential care because it is reasonable 
to assume that older people have had more years during which they might have been in 
residential care.
As noted in Chapter 4, there was a strong correlation of 0.91 (Pearson's Rho) between 
mental age and social competence, so these two factors needed to be considered together 
in examining their association with family contact.
Presence of dual diagnosis i.e. psychiatric disorder in addition to learning disability could 
be expected to be related to degree of behaviour disturbance insofar as the latter is often 
seen as a major symptom or indication of psychiatric illness.
Distance, sex and type of residential unit were considered next. These factors were not 
expected to be related to each other in any simple way.
A multivariate analysis was the appropriate technique for testing the relative importance 
of two or more independent variables which are themselves inter-related (such as family 
left, age, and years in residential care), and the results of logistic regression tests appear 
in the next Chapter 6. Below are the results for each factor considered separately for its 
association with family contact.
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Family Members Left.
The ‘family members left’ variable was the factor of who exactly was left in the family of 
origin for the person in residential care to have any contact with.
Table 12 below shows the cross tabulation of the distinction between Minimal and 
Significant Contact, and three categories of who is left in the family, which will hereafter 
be referred to as the family left variable.
Table 12. Crosstabulation of family contact by family left.
One or both 
parents alive.
Parents dec­
eased. One or 
more sibs in S. 
Ireland
Parents dec­
eased. No sibs 
or sibs live 
abroad.
Totals
Minimal
Family
Contact
20 42 29 91
50.8%
Significant
Family
Contact
56 29 3
88
49.2%
Totals 76 71 32 179
42.5% 39.7% 17.9% 100.0%
Chi square = 40.52 df =2 p = <.0001
Contingency coefficient = 0.43 (Negative association) p = <0001
It was concluded that the family left variable was strongly associated with whether a 
person had minimal contact as against significant contact with family.
The variable of family left was also associated with age (c = .51, p = <.0001) and with 
years in residential care (c = .46, p = <.0001). Less predictably, family left was also
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associated with distance from family (c = .60, p = <.0001), and with degree of behaviour 
disturbance (c = .28, p = <01).
Age of the person in residential care.
Table 13 below shows three age categories of the sample in a cross tabulation with the 
dichotomised family contact variable.
Table 13. Crosstabulation of family contact with age categories.
Age range 
1 to 34 yrs.
Age range 
35 to 54 yrs
Age 55 yrs & 
over
Totals
Minimal 91
Family
Contact
12 46 33
50.8%
Significant
Family
Contact
34 46 8
88
49.2%
46 92 41 179
25.7% 51.4% 22.9% 100.0%
Chi square = 25.72 df = 2 p = <.0001
Contingency coefficient = 0.354 (Negative association) p = <0.0001
Age was also associated with years in residential care (c = .34, p = <.001), and the 
association of age with family left has been analysed in more detail in Table 2, Chapter 4.
Since age is an interval measurement, it was possible to express the difference between 
the group with minimal family contact and the group with significant family contact in 
terms of their respective mean ages, and these data are presented in Table 14 below. A 
Bartlett's Test indicated there was homogeneity of variance, so a Student's T Test was 
used to compare means.
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Table 14. Showing the Means of Age for each group of Family Contact.
Obs. Total Mean Variance Std. Dev.
Minimal Family 
Contact Group
91 4431 48.69 193.57 13.91
Significant Family 
Contact Group
88 3255 36.99 193.07 13.89
Variation SS df MS F statistic p-value
Between 6127.95 1 6127.95 31.69 .000007
Within 34218.37 177 193.32
Total 40346.32 178
Those with minimal family contact tend to be older than those with significant family 
contact. There was an 11.7 year age difference between the two groups.
Years in Residential Care.
Table 15 below shows the association between three categories of years spent in 
residential care in a cross tabulation with the family contact variable.
Table 15. Crosstabulation of family contact with years in residential care.
1 - 9 yrs in 
Residential
10- 34 yrs in 
ResidentialCar
> 34 yrs in 
Residential
Totals
Care e Care
Minimal 91
Family
Contact
12 53 26
50.8%
Significant
Family
Contact
35 45 8
88
49.2%
Totals 47 98 34 179
26.3% 54.7% 19.0% 100.0%
Chi square21.39 df=2 p = <0001
Contingency coefficient = 0.327 (Negative association) p = <.0001
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It was concluded that years spent in residential care was strongly negatively associated 
with family contacts.
Since years in residential care could be expected to be an interval measurement, it was 
meaningful and appropriate to compare the mean period in residential care between the 
two groups, those with minimal family contact and those with significant family contact. 
A Bartlett's Test indicated that the variances were homogeneous with 95% confidence, 
so a Student's T Test was used. Table 16 below shows the result of this analysis.
Table 16. Showing the Means of Years in Residential Care 
for each group of Family Contact.
Obs. Total Mean Variance Std. Dev.
Minimal Family 
Contact Group
91 2436 26.77 198.27 14.08
Significant Family 
Contact Group
88 1482 16.84 137.12 11.71
Variation SS df MS F statistic p-value
Between 4409.84 1 4409.84 26.22 .000020
Within 29773.93 177 168.21
Total 34183.77 178
Level of Social Competence.
Table 17 below shows the cross tabulation of the distinction between Minimal and 
Significant Contact, and three levels of social competence as measured on the McConkey 
Scales.
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Table 17. Crosstabulation of family contact with level of social competence.
High *a 
Social
Competence
Medium *b 
Social
Competence
Low *c 
Social
Competence
Totals
Minimal
Family
Contact
26 27 38
91
50.8%
Significant
Family
Contact
29 36 23
88
49.2%
Totals 55
30.7%
63
35.2%
61
34.1%
179
100.0%
*a = scores from 15 to 33 on the McConkey Scales.
*b = scores from 34 to 49 on the McConkey Scales.
*c = scores from 50 to 64 on the McConkey Scales.
Chi square = 5.09 df = 2 p = 0.08 Not significant.
Contingency coefficient = 0.166 p = 0.08 Not significant.
It was concluded that there was no significant direct association between level of social 
competence and family contact.
Social competence was found to be associated with level of disability 
(c = .70, p = <.0001), sex (c = .34, p = <.0001), type of residential unit 
(c = .48, p = < .0001), and with presence of additional psychiatric disorder 
(c = .47, p = <.0001).
Level of Learning Disability.
It had been hypothesised that people with more severe learning disabilities might have less 
family contact, because their disabilities might make family contact difficult or upsetting. 
In fact, as Table 18 below indicates, there was no direct association between level of 
disability and receiving significant family contact.
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Table 18. Crosstabulation of family contact with level of learning disability.
Borderline or 
Mild Learning 
Disability
Moderate or 
Severe 
Learning 
Disability
Profound
Learning
Disability
Totals
Minimal
Family
Contact
27 46 18
91
50.8%
Significant
Family
Contact
28 44 16
88
49.2%
Totals
Chi square = 0.13 
Contingency coef
Level of disabilit
55
30.7%
0 df= 2 
ficient = 0.027
y was associated
90
50.3%
p = 0.937 Not 
p = 0.937 Not
with exactly the
34
19.0%
significant.
significant.
same variables th
179
100.0%
lat level of social
competence was associated with - not surprising given that the latter variables were highly 
correlated with each other (Spearman's Rho was .91 p = < .0001)
Level of disability was associated with sex (c = .29, p = <.001) 
type of residential unit (c = .47, p = <.0001), degree of behaviour disturbance 
(c = .29, p = < .01) and with presence of additional psychiatric disorder 
(c = .46, p = <.0001).
Level of Behaviour Disturbance.
It had been hypothesized that people in residential units who had high levels of behaviour 
disturbance might have less family contact because their disturbed behaviour might be 
difficult for families to cope with or the contact could be upsetting. In fact the results 
below in Table 19 indicate that the correlation of behaviour disturbance with family 
contact did not reach statistical significance.
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Table 19. Crosstabulation of family contact with level of behaviour disturbance.
Zero or Low 
Level of * 1 
Behaviour 
Disturbance
Moderate 
Level of *2 
Behaviour 
Disturbance
High Level of 
*3
Behaviour
Disturbance
Totals
Minimal
Family
Contact
44 24 23
91
50.8%
Significant
Family
Contact
54 20 14
88
49.2%
Totals 98
54.7%
44
24.6%
37
20.7%
179
100.0%
*1 = Scores 0 to 19 on the Wilkinson Scales. 
*2 = Scores 20 to 39 on the Wilkinson Scales. 
*3 = Scores 40 to 60 on the Wilkinson Scales.
Chi square = 3.524 df = 2 p = 0.172 Not significant.
Contingency coefficient = 0.139 (Negative association) p = 0.172 Not sig.
Degree of behaviour disturbance was however associated with sex (c = .23 p = <01), 
type of residential unit (c = .39, p = <.0001), family left (c = .28 p = <01), 
years in residential care (c = .26, p = <01), social competence 
(c = .39, p = <.0001), and with level of disability (c = .29, p = <01).
Presence of additional psychiatric difficulties.
It had been hypothesised that the presence of a psychiatric disorder would militate against 
frequent or significant family contact, because the additional difficulties of a psychiatric 
condition might be expected to make contacts hard to maintain. In fact, the indication 
from Table 20 below was that there was no direct association between having additional 
psychiatric difficulties and family contact.
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Table 20. Crosstabulation of family contact with psychiatric difficulties.
No Some Has Totals
Significant
Psychiatric
Difficulties.
Mild
Psychiatric
Difficulties.
Significant
Psychiatric
Difficulties.
Minimal 91
Family
Contact
49 24 18
50.8%
Significant
Family
Contact
47 25 16
88
49.2%
Totals 96 49 34 179
53.6% 27.4% 19.0% 100.0%
Chi square = 0.129 df= 2  p = 0.937Not significant.
Contingency coefficient = 0.007 p = 0.937 Not significant.
Psychiatric difficulties were however associated with sex (c = .23, p = < 01). 
social competence (c = .47, p = <.0001) and with level of disability (c = .46, p = <.0001). 
It was not found to be associated with degree of behaviour disturbance (c = . 16, p = .29 
N.S.), which was surprising since behaviour disturbance can be a strong symptom of 
psychiatric problems.
Distance between Residential Unit and Family.
The prediction was that the further away the family members lived from a person in
residential care the smaller the amount of contact there would be. Table 21 below shows
the cross tabulation between family contact and three categories of distance between 
person in residential unit and their remaining family.
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Table 21. Crosstabulation of family contact with distance.
1 to 15 miles. 16 to 129 
miles.
130 miles and 
over.
Totals
Minimal 91
Family
Contact
22 35 34
50.8%
Significant
Family
Contact
36 50 2
88
49.2%
Totals 58 85 36 179
32.4% 47.5% 20.1% 100.0%
Chi square = 34.43 df = 2 p = <.0001
Contingency coefficient = 0.402 (Negative association) p = <0.0001
Distance was also associated with family left (c = .60, p = <.0001) and with years in 
residential care (c = .28, p = <01).
It seemed meaningful and appropriate to compare the mean distance from family for the 
group which had minimal family contact as against the group which had significant family 
contact. It was thought inappropriate to use a Student's T Test because distance was really 
an ordinal measure rather than an interval measure. (In a westerly direction from the 
western seaboard of Ireland the distance measure would jump from 2 to 2,500 miles, and 
in an easterly direction the distance measure jumps from 130 miles to something over 200 
miles after the Irish Sea is crossed.) As noted earlier, the 6 outliers whose family were in 
the U.S.A. had been converted to the next highest values for distance from the remaining 
dataset. For these reasons the non-parametric Kruskal-Wallis Test for two groups was the 
appropriate choice.
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Table 22. Showing the Means of Distance from family for each group of Family
Contact.
Obs. Total Mean Kruskal- 
Wallis H
p-value
Minimal Family 
Contact Group
91 13880 152.53 18.676 
(df = i)
.000015
Significant Family 
Contact Group
88 2787 31.67
It is possible that this massive difference of 120.9 miles between the means of the two 
groups is exaggerated by Ireland's island status geographically.
Sex.
It had been hypothesised that there would be no direct association between the sex of the 
person in residential care and their family contacts, and indeed no such association was 
found, as Table 23 below shows.
Table 23. Crosstabulation of family contact with sex.
Males. Females. Totals
Minimal 91
Family
Contact
52 39
50.8%
Significant
Family
Contact
49 39
88
49.2%
Totals 101 78 179
56.4% 43.6% 100.0%
Chi square = .039 df = 1 p = .844 Not significant.
Contingency coefficient = .015 p = .844 Not significant.
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Type of Residential Unit.
It had been hypothesised that there would be no direct association between type of 
residential unit and family contacts, and Table 24 below indicates that any association that 
there might be failed to reach an acceptable level of significance.
Table 24. Crosstabulation of family contact with type of residential unit.
People resident in large 
size institution.
People resident in 
community group 
homes.
Totals
Minimal 91
Family 64 27
Contact 50.8%
Significant 88
Family 51 37
Contact 49.2%
Totals 115 64 179
64.2% 35.8% 100.0%
Chi square = 2.983 df = 1 p = .084 Not significant.
Contingency coefficient = . 128 p = .084 Not significant.
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SUMMARY OF MAIN FINDINGS.
Four variables were found to be strongly associated with family contacts, as hypothesised, 
and these were the three age-related variables of family left, age of client and years spent 
in residential care, plus the factor of distance between residential unit and family.
Four other variables hypothesised as having some degree of association with family 
contacts were found to be not significantly related as individual correlates, and these were 
behaviour disturbance, presence of additional psychiatric problems, level of learning 
disability and level of social competence.
The two variables which were hypothesised to be unrelated to family contacts were indeed 
found to be not significantly associated.
The main findings above were the examination of the degree of association of the 10 
hypothesised relevant factors with family contacts, dichotomised between significant 
versus minimal family contact. The tabulated summary of findings is in Table 25 below. 
A summary table of all the inter-correlations among all the variables appears in Table 36 
(p.310) in the Appendices, together with an explanation of the use and limitations of 
contingency coefficients as measures of association (p. 309).
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Table 25. Factors associated with significant family contact.
Factor tested for association. Degree of 
association 
(contingency 
coefficient).
Degree of 
significance.
Family left. .43 <.0001
Age of client. .35 <.0001
Years in residential care. .33 <.0001
Level of social competence. .17 .079 N.S.
Level of learning disability. .03 .937 N.S.
Level of behaviour disturbance. .14 .172 N.S.
Additional psychiatric problems. .03 .937 N.S.
Distance from resid. unit to home. .40 <.0001
Sex. .04 .844 N.S.
Type of residential unit. .13 .084 N.S.
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CHAPTER 6.
RESULTS.
BUILDING A DISCRIMINANT
MODEL.
Many of the factors which were associated with family contact on a chi square test were 
associated with each other as well. A regression technique was necessary in order to take 
account of interactive variables and build up a discriminant model to establish the 
important factors influencing family contact.
The computerised statistics programme which was available to handle logistic regression 
was S.P.S.S. for Windows (Statistical Package for the Social Sciences). A sequential 
logistic regression was used for the main analysis.
The starting point for building a discriminant model is shown in Table 26 below, which 
represents the background likelihood of being in either the minimal contact group or the 
significant contact group.
Table 26.
Initial Log Likelihood Function -2 Log Likelihood = 248.096
Predicted
Observed 0 1 Percent Correct
0= Min. Contact 91 0 100.00%
1= Sig. Contact 88 0 .00%
Overall 50.84%
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Variable B S.E. Wald df Sig. R Exp (B)
Constant -.034 .150 .050 1 .823
The method for entering variables into the equation was based on the initial hypotheses 
made at the outset of this study, modified by the findings from the chi square analyses in 
Chapter 5. It seemed pragmatic to avoid entering into the equation two variables which 
were either highly correlated with each other, such as level of learning disability and social 
competence, or two variables which logically were related very closely to each other, such 
as age and years spent in residential care. For the variables of sex and type of residential 
unit, no significant association with family contact had been shown in the chi square 
analyses reported in Chapter 5, and these variables had not been among the hypothesised 
correlates at the outset of the study. Therefore, these two factors were not entered at this 
stage in running the logistic regression analyses.
The first variable to be entered was family left, because this had been hypothesised as a 
strong correlate at the outset of the study, and because the strongest contingency 
coefficient had been produced by this variable in the chi square cross tabulations with 
family contact. In addition to this, there was a strong logical association:- you need to 
have some family members left in order to have any contact with them. The result of 
entering the family left variable into the logistic regression equation is shown in Table 27 
on page 308 in the appendices. The percentage of correctly distinguished cases rises from 
50.84% to 70.95% as a result of this one variable by itself.
Enter distance.
The next variable to be selected for entiy was distance between residential unit and family, 
because by itself it had the second strongest association with family contact on a chi 
square analysis.
As Table 28 on page 309 indicates, entering distance into the logistic regression equation 
resulted in a 1.12% improvement in the percentage of cases correctly discriminated by the 
model.
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Enter age level.
The next variable to be selected for entry into the equation was age level because age was 
a central hypethesised variable, though it had been found to be related to years in 
residential care and family left itself. This resulted in a further 1.11% improvement in the 
percentage of correctly discriminated cases, from 72.07% to 73.18% (Table 29 on page 
310).
Degree of Behaviour Disturbance.
The factor of the degree of behaviour disturbance was entered next because this variable 
had been hypothesised as a correlate at the outset of the study, and it was not logically or 
necessarily associated with the other three variables entered already. Although, by itself, 
degree of behaviour disturbance had not proved to be significantly associated with family 
contact on a chi square analysis, when it was entered into the model at this stage there was 
a 5.03% improvement in the percentage of cases correctly discriminated. There was also 
a highly significant increase in the Improvement of the Model Chi square statistic - as 
indicated in Table 30 on page 311.
Finally, one of the two measures of dependency was needed to complete a coherent 
picture of the factors relating to family contact. Both level of learning disability and degree 
of social competence were measures of dependency, and had been found to be strongly 
associated with each other. Degree of social competence was selected because as an 
individual variable it had more nearly approached statistical significance in the chi square 
analysis (Table 18).
Table 31 below shows that addition of this factor into the equation results in a further 
2.80% improvement in the percentage of cases correctly predicted by the model. There 
was also a highly significant increase in the Improvement of the Model Chi square 
statistic.
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Table 31. Results of sequential logistic regression analysis.
Variables entered - Family left, distance, age, behaviour disturbance and 
degree of social competence.
-2 Log Likelihood 152.98
Goodness of Fit 167.32
Chi square df Significance 
Model chi square 95.12 10 <0001
Improvement 16.71 2 <.001
Classification Table for Minimal/Significant Contact.
Predicted
Observed 0 1 Percent Correct
0= Min. Contact 71 20 78.02%
1= Sig. Contact 14 74 84.09%
Overall 81.01%
Variables in the Equation
Variable B S.E. Wald df Sig- R Exp (B)
Family left 6.406 2 .041 .098
Family left (1) 1.411 .991 2.027 1 .154 .010 4.099
Family left (2) .077 .881 .008 1 .931 .000 1.080
Distance 12.758 2 .002 .188
Distance (1) 3.355 .994 11.403 1 <001 .195 28.654
Distance (2) 3.537 .997 12.594 1 <001 .207 34.352
Age 13.988 2 .001 .201
Age (1) 2.980 .799 13.898 1 <001 .219 19.688
Age (2) 1.660 .580 8.197 1 .004 .158 5.258
Beh. disturb. 7.603 2 .022 .121
Beh. disturb. (1) 1.430 .566 6.385 1 .012 .134 4.177
Beh. disturb. (2) 1.716 .682 6.335 1 .012 .132 5.562
Social compet 14.388 2 <001 .205
Social compet(l) 1.898 .595 10.190 1 .002 .182 6.672
Social compet(2) 2.003 .566 12.521 1 <001 .206 7.411
Constant -7.781 1.344 33.506 1 <001
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This procedure constituted a sequential logistic regression analysis, and these results 
represent the main analysis and findings. Still using logistic regression, a further analysis 
was tried on the basis of heuristic interest and is reported on below.
Parsimonious Models.
There had been a total of ten variables which were capable of being entered into a logistic 
regression procedure, and five of these were entered into the main sequential analysis 
above. But what if the task was set to establish the most parsimonious model which could 
achieve good discrimination from only three variables? Which would be the three best 
discriminant variables?
All combinations of three variables were run on S.P.S.S.Windows logistic regression using 
the standard "enter" command and only a model which was able to correctly discriminate 
more than 75% of cases was accepted. This resulted in just two model equations, both of 
which, it transpired, included the variables family left and social competence. These two 
models are shown in the Tables 32 and 33 below.
Table 32. Three factor regression model number 1.
Variables entered - Family left, social competence, and distance.
-2 Log Likelihood 174.98 
Goodness of Fit 181.99
Chi square df Significance 
Model chi square 73.11 6 <0001
Improvement 73.11 6 <.0001
Classification Table for Minimal/Significant Contact.
Predicted
Observed 0 1 Percent Correct
0= Min. Contact 55 36 60.44%
1= Sig. Contact 5 83 94.32%
Overall 77.09%
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Variables in the Equation
Variable B S.E. Wald df Sig R Exp(B)
Family left 19.714 2 .0001 .251
Family left(l) 2.398 .858 7.810 1 .0052 .153 11.004
Family left(2) .570 .816 .489 1 .4843 .000 1.769
Soc. comp. 14.838 2 .0006 .209
Soc. comp.(l) 1.622 .504 10.331 1 .0013 .183 5.063
Soc. comp.(2) 1.752 .495 12.500 1 .0004 .205 5.769
Distance 9.192 2 .0101 .147
Distance(l) 2.603 .887 8.609 1 .0033 .163 13.500
Distance(2) 2.629 .884 8.848 1 .0029 .166 13.869
Constant -4.673 .955 23.930 1 .0000
Table 33. Three factor regression model number 2.
Variables entered - Family left, social competence, and age.
-2 Log Likelihood 179.26
Goodness of Fit 176.73
Chi square df Significance 
Model chi square 68.84 6 <.0001
Improvement 68.84 6 <.0001
Classification Table for Minimal/Significant Contact.
Predicted
Observed 0 1 Percent Correct
0= Min. Contact 67 24 73.63%
1= Sig. Contact 17 71 80.68%
Overall 77.09%
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Variables in the Equation
Variable B S.E. Wald df Sig R Exp(B)
Family left 20.646 2 .0000 .259
Family left(l) 3.298 .747 19.488 1 .0000 .265 27.065
Family left(2) 1.962 .691 8.060 1 .0045 .156 7.116
Soc. comp. 16.478 .0003 .224
Soc. comp.(l) 1.736 .512 11.494 1 .0007 .195 5.677
Soc. comp(2) 1.895 .502 14.239 1 .0002 .222 6.655
Age 7.966 .0186 .126
Age(l) 1.887 .669 7.949 1 .0048 .154 6.600
Age(2) 1.074 .520 4.268 1 .0388 .095 2.927
Constant -4.554 .876 26.988 1 .0000
From these analyses indicated by Table 31, Table 32 and Table 33, it would seem 
reasonable to conclude that a model which includes family left, social competence and 
either distance or age will produce good discrimination, and even better 
discrimination can be achieved by including all these together, plus behaviour 
disturbance. This conclusion is indicated by the summary of the analyses in Table 34 
below.
Table 34. Summary of the logistic regression analyses.
Three factor model Three factor model Five factor model
Family left 
Social competence 
Age
Family left 
Social competence 
Distance
Family left 
Social competence 
Age
Distance
Behav. disturbance
77.09% correctly 
discriminated.
77.09% correctly 
discriminated.
81.01% correctly 
discriminated.
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CHAPTER 7.
DISCUSSION AND CONCLUSIONS.
The single most forceful conclusion from this study is that it is age-related factors which 
are most strongly related to diminished family contacts. The chronological age of the 
person in residential care was negatively associated with family contact. Of those in the 
1 to 34 years age group, 74% had significant contact with their family, whereas of the 55 
years and over age group, only 20% had significant contact. The pattern of results was 
very similar for years spent in residential care. Of those who had been in residential care 
for less than 10 years, 75% had significant family contact, whereas of those who had been 
in residential care for 35 years or more, only 24% had significant family contact.
These findings accord with those studies which had taken great care to achieve 
representative population samples (Wilier and Intagliata, 1982; Stoneman and Crapps, 
1990; D'Onofrio etal., 1980; Hill et al. 1989; Mulcahy, 1976).
The age-related variable of who is left within the family was found to be the single factor 
most strongly associated with family contacts. Having one or both parents alive would 
seem to be in itself an important factor in maintaining family contact. Of those with one 
or both parents alive, 56 out of 76 (73.7%) received significant family contact. Of those 
with parents deceased, only 32 out of 103 (31.1%) received significant family contact. 
Having parents deceased and no siblings, or sibling(s) living abroad, leads to even less 
family contact. Only 3 out of 32 (9.4%) of this group received significant family contact.
A majority of 57.5% of clients in residential care are in the situation of having both 
parents deceased. In 19.9% of cases the situation was that parents were deceased and the 
remaining siblings, if any, lived abroad. The largest single category was where parents 
were deceased but there were one or more siblings who remained in S. Ireland (39.7%).
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Typically, these would be adult siblings who might be partnered and with children of their 
own.
A minority of 42.5% had one or both parents alive. In the case where only one parent was 
alive (22.9%) this was more likely to be the mother because of the greater life expectancy 
of females of that generation in rural Ireland. Only 19.6% of the sample were in the 
situation of having both parents alive.
The factor of family left has been ignored or underestimated by a majority of other studies 
in this area, including Baker and Blacher (1996), Baker, Blacher and Pfeiffer (1993) and 
Stoneman and Crapps (1990).These two research groups chose to eliminate from their 
sample those cases where there were no family members left, on the grounds that those 
cases might "compound age trends" (Blacher and Baker, 1992 p. 37), or else because such 
cases "were treated as missing " {data), (Stoneman and Crapps, 1990, p. 423). Other 
studies have failed to include family left as a variable and failed to report on how cases 
with no contactable family were treated in their analyses (Anderson et al., 1975; 
D'Onofrio e ta l, 1980; Kelleher etal., 1988).
One of the few research studies to appreciate adequately the significance of family left was 
that of Anderson et al (1992) who found that 24% of their sample had no family contacts 
because there were no living family members left, but her study covered elderly people 
only so she could not comment on the significance of this factor across the whole age 
range.
The results of the present study lend qualified support to an explanation based on lifespan 
factors as people with learning disability grow older, they are more likely to enter 
residential care, and the longer they stay in residential care the less often that family 
visitation occurs. As time goes by there may be fewer family members left and this will 
contribute in itself to a decrease in family contact. In particular, as and when parents die, 
there can be a further diminution in sibling contacts because siblings and more extended 
family members may be unable or unwilling to maintain contacts. Nevertheless, in a
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minority of cases family contacts remain high throughout the lifespan.
Within the able general population it is common for people in their twenties, thirties and 
forties to reduce their contacts with parents and siblings, even though these family 
members might be very much alive. So it can be expected that this phenomenon would 
also be observed within the disabled population who are in residential care. An additional 
factor is that many people from the able general population will start families of their own 
whereas this would be a rarity among the learning disabled population, and this would 
tend to make age a more important influence in reducing family contacts for the learning 
disabled population over the lifespan.
It had been hypothesised that persons in residential care whose family members lived long 
distances away would have less contact than persons whose family still lived fairly close 
to the residential units, and a highly significant association of 0.40 was found between 
family contacts and distance.
Of those living 1 to 15 miles from family, 36 out of 58 (62.1%) had significant contact. 
The percentage is very similar for those living somewhat further away. Of those living 16 
to 129 miles away from family, 50 out of 85 (58.8%) had significant contact. But for those 
living 130 miles or more from family, only 2 out of 36 (5.5%) had significant contact. It 
should be noted that in most cases for this last category of 130 miles or more, the family 
were living out of the country and across a sea. Distance was also associated with family 
left (c = .60, p = <.0001) and with years in residential care (c = .28, p = <01). This 
probably reflects lifespan developments of people who have been in care a long time being 
more likely to have deceased parents and siblings who live at some considerable distance 
from the residential unit.
The vast majority (96.1%) of people under study hailed from the three counties in the 
Health Board area, and most of the rest came from neighbouring counties. But this did not 
mean that the remaining family members still lived there now. Some did remain at the 
family home or within the same neighbourhood, but others had moved to large population
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areas such as Dublin or Galway, and yet others had emigrated to Britain or the U.S.A., 
and this social mobility was reflected in the large variation in the distance factor.
This also accords with a lifespan explanation:- as families of origin grow older, parents 
with a son or daughter in residential care may themselves change occupations and move 
house causing them to be further away from the long-term residential unit. The siblings 
of the person in care are more likely than the parents to move out and away, and as and 
when the parents die over time, these siblings may be the only family left and they may live 
at some considerable distance from the residential unit. Just how far these distances can 
be is illustrated by the enormous difference in mean distance between the group who had 
significant family contact, whose family lived on average 32 miles away, as against the 
group with minimal contact whose family lived on average 153 miles away.
An analysis of this minimal contact group indicated that 33.0% of them had family living 
outside the landmass of N. and S. Ireland whereas only one person (1.1%) of the 
significant contact group had family living outside Ireland. It is possible that emigration 
from Ireland and factors inhibiting families from bringing with them their learning disabled 
family member have contributed to the physical distancing over time of this minimal 
contact group. It is noteworthy that 6 people in the minimal contact group (6.6%) had 
their family members living in the U.S.A., a country whose immigration laws discourage 
people with learning disability from entry.
Taking account of the probable interactions of distance with the factors of age, family left, 
lifespan and social mobility, distance is associated very strongly with family contacts in its 
own right and this finding accords with that of other studies which have shown the 
significance of distance (Ballinger, 1970; Balia and Zigler, 1971; Baker, Blacher and 
Pfeiffer, 1993; Anderson et a l , 1975; Anderson et al., 1992; Baker and Blacher, 1996).
Policy makers may have to choose between the rights of the person with learning disability 
to have continuity of care and to remain in their own (residential) home, as against the
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right to remain within visiting distance of their family when a family moves away. In 
practice it might be very difficult to define when exactly a family has moved away, because 
different family members may depart from the family home at different stages of life.
The variables associated with family contact are influential within a context of very low 
overall visitation rates, and it might be more accurate to describe them as correlates of 
non-contact. Over half (50.8%) of the total sample were within the minimal contact group, 
defined as those people who had no overnight stays with family and less than six visits 
from family within the last year. Forty three people (24.0%) had no direct contact with 
family, that is, no visits and no overnight stays during the last year.
Overnight stays with a family member were felt to constitute the most important measure 
of family contact because usually a greater involvement and commitment is needed than 
is the case for when a family member visits the person in residential care. An overnight 
stay usually involves twenty four hours of contact whereas a visit by a family member to 
residential unit would typically last one or two hours.
An illustrative finding was that nearly 60% of people in residential care had not had any 
overnight stays with any family member during the last year. These people form a core 
majority who never go home. At the other end of the spectrum were 17.3% who had more 
than 50 overnight stays with family. The most usual pattern of such overnights was 
something like the following:- a week at Christmas, four or five days at Easter, two or 
three or four weeks during the Summer, and other weekends or Bank Holiday weekends 
during the rest of the year.
The picture for visits to the residential unit was very similar to that of overnight stays with 
family. One third of all residents never received a visit from any family member during the 
previous year, and a further 45% received one to five visits during the year. This meant 
that 77.8% of people in residential care received less than six visits from family members 
during the previous year. Only 10.6% of the residential population received more than 20 
visits during the previous year.
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These rates seem to be broadly comparable with those found in other studies which had 
larger sample sizes over the whole age range, but exact comparisons are difficult because 
of different methods of data collection and classification. Hill et al (1984a) found that 
20% had no direct contacts with family, and in 1989 the same team (Hill et al., 1989) 
found that 31% had no direct contacts. (Our figure was 24% for those who had no visits 
and no overnight stays during the last year.)
Two studies (Wilier and Intagliata, 1982; Hill et al., 1989) found that 50% of their 
residential population were never visited by a family member, and our figure for never 
being visited was 33%. Baker, Blacher and Pfeiffer (1993) found that 32% of their sample 
had no family contacts (our figure was 24%), but theirs was a study of children with dual 
diagnosis of learning disability and psychiatric disorder, so the results are not comparable. 
Other studies quote their figures in a manner which makes comparisons impossible.
The characteristics of the person in residential care, which in this study included level of 
disability, degree of social competence, degree of behaviour disturbance, presence of 
psychiatric disorder and sex, contributed relatively little in terms of their individual 
association with family contact. None of these factors reached a 5% level of significance 
in the chi square analyses in Chapter 5.
This is not to suggest that these factors would not have been important in determining 
whether or not a person came into residential care in the first place. There is a consistent 
body of research to suggest that levels of disability and social competence, and presence 
or degree of behaviour disturbance and psychiatric difficulties are indeed significant 
factors precipitating the decision to place a person into residential care (Tausig, 1985; 
Sherman, 1988; Bromley and Blacher, 1991). The evidence from the present study 
suggests that, once placed, the factors of the clients' characteristics are not strongly 
related to the continuance of family involvement.
But the results of the main logistic regression analysis (Table 31) detailed in Chapter 6 
indicated that, after most of the variance had been explained by the factors of family left,
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age and distance, then some of the remaining variance could be accounted for by the 
factors of behaviour disturbance and degree of social competence.
Most of the research where behaviour disturbance and social competence were found to 
be related to family involvement were studies of children (Baker et a l , 1993; Sherman, 
1988; Bromley and Blacher, 1991; Anderson et al., 1975). Because of the limited age 
range of the younger people in those studies, it would not have been possible for age itself 
to have been found the more critical variable, as in the present study.
The results of our study accord most closely with those of Stoneman and Crapps (1990) 
who also had a sample representative of the whole age range from 3 to 76 years and who 
found that age, distance, behaviour disturbance and social competence were significant 
correlates, and they also took a lifespan approach in accounting for their findings. As in 
the present study, Stoneman and Crapps (1990) found that the client characteristics were 
only moderate correlates of family involvement. The conclusion from our study is that 
age-related factors are primary, and factors of client characteristics, residence 
characteristics and other factors are secondary.
Being male or female, as hypothesised, did not seem to be related to family contacts for 
people in residential care.
It had been hypothesised that having an additional psychiatric disorder would be related 
to (a lack of) family contacts, but the results failed to support this hypothesis. At no stage 
in analysis was the factor of having an additional psychiatric disorder found to be 
associated with family contact, and it was even found not to be associated with behaviour 
disturbance- surprising since behaviour disturbance can often be a symptom of psychiatric 
disorder. But having a psychiatric disorder was positively associated with level of 
disability and degree of social competence, and it seems that only more intelligent and 
socially competent people were given a classification of psychiatric disorder, which may 
have weakened its overall influence as a factor. This result is in contrast with that of 
Baker, Blacher and Pfeiffer (1993) who found that, for children at least, having both a
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learning disability and a psychiatric disorder did militate against family contacts. It is 
possible that a degree of diagnostic overshadowing (Moss et a l, 1993) led to too few 
people in our sample being classified as having significant additional psychiatric problems, 
and that more stringent procedures would have identified more of the people with lower 
ability as having psychiatric problems.
In this study 19.0% were categorised as having very significant psychiatric difficulties, and 
a further 27.4% were categorised as having mild psychiatric difficulties, making a total of 
46.4% categorised as having some degree of psychiatric difficulties in addition to their 
learning disability. Lyster and Kinsella (1988) reported a prevalence rate of 40% and 
Corbett (1979) a rate of 51% for people in large residential units in both studies.
Overall the present results lent scant support to the general hypothesis that characteristics 
of the client would be the principal correlates of family contacts, and are in accord with 
the conclusion of D'Onofrio (1980).
The type of residential unit - large 110-bed unit or small 6-bed group home- was not 
found to be significantly associated with family contacts. This finding was as hypothesised, 
and is in line with research findings over the last 15 years which have also failed to find 
the type of residential unit to be significantly related to family contacts when other factors 
such as distance, client characteristics and period spent in residential care are adequately 
controlled for (Latib e ta l , 1984; Grimes and Vitello, 1990). Within the client population 
under study, the type of residential unit might have been expected to be related to degree 
of behaviour disturbance and to level of learning disability because a previous study of the 
writer showed that policy changes within the last decade have resulted in a concentration 
of the more disabled and behaviourally disturbed people within the larger residential units 
(Clarke and Ferry, 1992). That finding was re-affirmed in the present study results which 
indicated that there was a significant association between residential type and behaviour 
disturbance, social competence and level of disability, in the direction of the more disabled 
and disturbed people being over-represented within the large scale residential unit.
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But behaviour disturbance and disability level were not in themselves strong correlates 
with family contact, and type of residential unit, even with these compounding factors, 
was not significantly associated with family contacts. Most group homes in this study had 
been established 9 years ago- one had been in existence for 12 years and two were 5 years 
old. The present results failed to confirm the expectation that provision of group homes 
in the community would lead to increased family contacts. The writer's own impressions 
were that in both types of residential setting the caregivers made the same degree of effort 
to promote or maintain family contacts.
Efforts were made in this study to try to achieve a sample which would be representative 
of the whole residential population of people with learning disability within Southern 
Ireland. The main approach for achieving this aim was to obtain a highly representative 
sample from one defined geographical area. Some months following completion of data 
collection the preliminary report of the National Database became available, and this made 
possible the comparisons of the present sample with the national population on basic 
demographic variables.
Comparisons with the National Database indicated that the present sample population 
could be considered representative in terms of the proportions of males and females in the 
residential population, and in terms of the relative proportions in large scale residential 
care versus community group homes. But the sample in this study was not representative 
for age because it contained a somewhat greater proportion of older people in the 40 to 
59 year band and the mean age was 3.3 years older than for the national residential 
population. Within the context of a broad representation of all the age bands (Table 1) and 
an age range of 4 to 77 years, this is thought to be a modest age difference from the 
national population and should not affect the overall validity of the present findings.
The present sample was also found to differ from the national population insofar as people 
with a moderate learning disability were under-represented and people with a severe to 
profound disability were somewhat over-represented:- 56% were in the severe/profound 
range in this study whereas 43% were in that range in the national residential population.
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Within the context of a representation of all the disability levels (Table 4) and the fact that 
level of disability did not emerge as a significant variable for family contact, this 
discrepancy was not thought to have affected the overall validity of the findings in this 
study.
The present study results and the National Database findings were more or less 
contemporaneous, based on the year 1996. But the National Database revealed that the 
current population of people in residential care is very different from the populations 
which existed in previous decades, and the implications of this finding are considered 
below.
Re-evaluation of the age factor in the light of demographic changes in the learning 
disabled residential population of S. Ireland.
The present study reinforced findings from earlier studies showing that the age of the 
person in residential care was strongly associated with family contacts. But there are 
strong grounds for believing that the age distribution of the residential population has 
itself changed over the last 25 years. Hill et al (1984b) carried out two national surveys 
in the U.S.A. for 1977 and 1982 covering the total learning disabled residential population 
which numbered a quarter of a million persons. Their findings showed that whilst the total 
residential population numbers remained relatively static during this five year period, 
there was a strong trend indicating decreasing numbers of residents aged 21 or younger 
in out-of-home residential care (from 36.8% to 24.8% of all residents).
Hill et al. (1984b) attributed the decrease in the number of children and youth to social 
policies and funding practices designed to encourage families to support their children at 
home for as long as possible and they strongly predicted that this trend would continue 
until the end of the century, Together with increased life expectancy of people with 
learning disability this trend would result in the residential population shifting towards the 
older end of the age spectrum.
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Until May 1997 it was not possible to examine whether the same trend obtained for S. 
Ireland as a whole because the last census of the learning disabled population had been in 
1981. But following the development of the computerised National Database (for 
Learning Disability) in 1996, it became possible to enquire about the age, sex, area, 
intelligence and residence distribution of the total population of people in residential care 
in S. Ireland. The following table shows the percentages of people within three age groups 
for the years 1974, 1981 and 1997 for the total residential population of learning disabled 
people in S. Ireland.
Table 35. Age groups in three different year periods.
Age of Resident 1974 1981 1997
0 to 19 years. 41.6% 34.3% 10.2%
20 to 34 years. 24.8% 31.0% 32.3%
35 to 54 years. 20.8% 21.6% 40.4%
55 & over 12.7% 12.0% 17.1%
Total number 8,138 8,088 7,572
It is apparent from this table that the population of people in 1997 is strikingly different 
in age distribution from that in 1974. Currently only 10% of people in residential care are 
under 20 years of age whereas in 1974, 42.0% were under 20 years. Currently there are 
twice as many people in the 35 to 54 years age bracket than was the case in 1974.
The mean age of the population of people in residential care in the present study was 42.9 
years, and the mean age of the national population in residential care was 39.6 years. 
Older people were somewhat over-represented in the present study, especially in the age 
bracket 35 to 54 years, in line with the national trend towards an older population of 
people in residential care.
There is now an extended life expectancy for people with learning disability (Mulcahy,
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1997; Anderson et a l , 1992) and a tendency to only enter residential care at a later age 
than would have been the case two or three decades ago (Hill et a l, 1984b). These two 
factors lead to a relatively older population of people in full-time residential care.
The implications of the finding of a national trend towards an older population of people 
in residential care are quite far-reaching for research findings on family contacts, and 
indeed for any other research on people in residential care where age could be a factor. 
The population in residential care today does not have the same age characteristics as the 
population from twenty years ago, and therefore research findings from some years ago 
are not directly comparable with research results from today unless this factor is taken into 
account.
The Irish population of people with learning disability seems to have followed the same 
lifespan development as predicted by Hill et al (1984b) in terms of the drift into 
residential care. Social policies and an ideological Zeitgeist have contributed to fewer 
people under the age of 25 years coming into residential care. Since the total number of 
people in residential care has not changed very much- the total for 1997 is 93.6% of the 
total for 1981- it seems that the shortfall of younger people coming into care has been 
made up by greater numbers of older people coming into care than was the case 16 years 
ago.
It is speculated that this is because when parents become infirm or die, the siblings are no 
longer able or willing to continue with the responsibility of care at home for the learning 
disabled person. Indirect support for this speculation comes from our own findings that 
when parents are deceased there is a very low rate of contact from any other family 
members. Conliffe (1993) also found that the care commitment of siblings towards their 
disabled brother or sister was very much less than that of parents.
The changes in the age distribution of the residential population over the last two decades 
may not have finished yet, and it may not be until the end of the first decade in the new 
millennium that the pattern becomes stable.
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A number of researchers into family contacts of people in residential care have concluded 
that where low visitation rates were found, they were to be deplored, and the services 
should make more efforts to facilitate family contacts (Evans et a l , 1994; Baker and 
Blacher, 1993; Anderson etal, 1992), or that future services should be designed in ways 
which might encourage family contacts (Felce et a l, 1980). One researcher noted that 
when specific efforts had been made by residential caregivers, there was a disappointing 
response from the family or next of kin (Stoneman and Crapps, 1990).
The findings of this study failed to confirm the findings of those studies which suggested 
that apparently improved rates of family contact following initial placements in community 
group homes would be maintained (Felce et al, 1980; Kelleher et al, 1988; Baker and 
Blacher, 1993). Instead, the present results support the findings of the studies which have 
failed to find significant or long-lasting improvements in family contacts following 
placement in community group homes (Lowe and de Paiva, 1991; Grimes and 
Vitello,1990; Latib e ta l, 1984).
The results of the present study force a consideration of whether it is reasonable to 
deplore or be disappointed by low visitation contacts, for the following reasons:- a 
significant proportion (9.5%) have no traceable family to have contacts with. A larger 
proportion (48.1%) have parents deceased but they do have siblings, whether in Ireland 
or abroad. From the variation in the rates of such sibling family contacts it is apparent that 
some siblings maintain a great deal of contact and others have little or no contact. It may 
be disappointing to the people in residential care if they receive minimal family contact 
(Hill et a l, 1989), but from the siblings’ point of view, minimal contact may be exactly 
what they want. The findings from the present study force a questioning of the common 
underlying assumption that "...family involvement is generally worthwhile for all parties 
involved..." (Blacher and Baker, 1992, p. 38).
For the group with one or both parents alive, a majority had maintained significant contact 
with their family. Those who had failed to maintain contact with a parent present a 
challenge to current service assumptions and a service philosophy which stresses the
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importance of family involvement. It may be that services simply need to come to terms 
with the fact that there will always be a minority of parents who over a period of time 
reach a stage of wanting minimal or zero contact with their son or daughter, no matter 
how conducive the facilities for visitation are made.
Evans et a l , (1994) regretted the failure of any comprehensive partnership between 
service providers, service users and their families in providing care plans in their 
assessment of the All Wales Mental Handicap Strategy. The present results indicate that 
such a partnership might be a vain objective for the majority of cases where there are few 
close family members with whom to form such a partnership, and the very low level of 
family contacts in these cases indicates that no such involvement might be desired.
The present study suffers from the disadvantage of all cross-sectional correlational studies 
in that it is not possible to reach firm conclusions about causation and trends over time. 
Strong inferences from the data could be made to support a lifespan interpretation for the 
reduction in family contacts over time, but longitudinal studies over a period of at least 
a decade would be needed to confirm and describe more precisely what the lifespan 
pattern of contacts might be.
Another general drawback to this study was that it was a broad based quantitative piece 
of research. A qualitative approach, subject to ethical considerations, could examine more 
closely, with only a few subjects and their families, what family contact represents to the 
person in residential care, and to the family members. It might be possible to elicit both 
positive and negative feelings about contact which are only hinted at in a quantitative 
study.
A few particular difficulties were experienced in the design and data collection stages of 
this study, which relied to some extent on the current caregivers having impartial and 
accurate memories of the contacts of the people they are looking after. Because detailed 
accuracy could not be relied on, some variable categories had to be broadened and this 
resulted in loss of information. Whilst this would not have affected the broad picture, it
2 8 5
was regrettable that the variable of "family left" was reduced to consist of only five broad 
categories. It would have illustrated the picture more clearly to have discriminated 
between parents who have other children as against parents who have only the disabled 
child, for example.
A general difficulty with this study and nearly every other study in this area is that very 
little is revealed about the families who have virtually no contact with their learning 
disabled relative. These families are unlikely to want to participate in a research study, but 
until this group is examined in some systematic fashion, the picture of the determinants 
of family contacts, or the lack of them, will remain incomplete.
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APPENDICES
Information Sheet for Caregivers and their Managers.
Headed Paper o f the Health Board-Community Care Section.
Re SURVEY ON FAMILY CONTACTS OF PEOPLE WITH LEARNING 
DISABILITIES WHO ARE IN RESIDENTIAL CARE.
R esearcherStephen Clarke, Senior Clinical Psychologist, Dept, o f  Psychology
lam  registered to do a higher degree in psychology with Surrey University, and partly 
towards this I  am carrying out a research project on the family contacts which clients in 
residential care have with their family o f origin. I  have the required permission from the 
Health Board to do this project as long as any carer like yourself understands that 
participation is completely voluntary and that there can be no negative comeback for 
anyone who does not want to take part in giving the information I  am seeking.
I  shall explain what the project is about. We know that there are big differences among 
clients in the amount o f family contact which they receive with members o f their own 
family:- some have hardly any contact, whereas others receive lots o f visits and go home 
for regular periods. Some get cards, letters or phone calls on a regular basis from their 
family, whereas others hardly ever get such contact.
I  am interested in finding out what are the factors which influence the amount o f family 
contact which people in residential care receive. Is it connected with their age, or how 
long a person has been in residential care? Do people with only mild disabilities get 
more family contact than people with severe disabilities? Does it also depend on how far 
away the family lives? Do the people who have a high level o f challenging behaviour or 
an additional psychiatric disorder tend to get less family contact, or would that be not 
particularly relevant? Probably a combination o f these factors affects the amount o f 
family contact which people receive. Through this research project I  hope to find  out 
which are the most important factors underlying the degree o f family contact which
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people get.
To carry out this study I  would need to use basic information about the client in your 
care which is on the client’s file, which is age, sex, date o f admission, type o f residential 
unit and a measure o f how far away the next-of -kin live. This information will be treated 
in strict confidentiality and to this end I  shall be using an identification number rather 
than the client’s name in any records I  use for this study.
As you probably know or remember, with the help o f caregivers like yourself, I  have 
assessed nearly all the people in residential care over the last five years, and in the 
client's psychology file there is a record o f a person's IQ, level o f social competence and 
any degree o f challenging behaviour as measured on the Wilkinson Scale. I f  you were 
to give your permission I  would intend to also use this information, again whilst 
respecting the individual's confidentiality by only using an identification number rather 
than names. As with the other information, this information would only be used for the 
purpose o f this study, to see i f  IQ, social competence or behaviour factors would be 
related to how much family contact a person receives. On the same basis o f 
confidentiality, I  shall also be asking Dr. (Name) to assign a number code for every 
client according to whether there is a significant additional psychiatric disorder, or some 
mild psychiatric difficulties, or no psychiatric disorder at all.
I f  you want to consent to participate in this study, I  would like to ask you seven 
questions(a copy o f the questions is provided) concerning the family contact received by 
the person(s) in your care. It would probably be helpful to consult with the client's file 
as well as your own memory to help answering these questions.
The interview questionnaire o f seven questions would take about 20 minutes. Please 
understand that if  for any reason you do not wish to participate in this study, that would 
be fine, and it would not be held against you in any way.
2 9 6
Consent Form for Supervisory and Management Staff.
Headed Paper o f the Health Board - Community Care Section.
re: SURVEY ON FAMILY CONTACTS OF PEOPLE WITH LEARNING 
DISABILITIES WHO ARE IN RESIDENTIAL CARE.
ResearcherStephen Clarke, Dept, o f Psychology, (Service and Address).
To whom it may concern,
I  am the residential unit manager/care provider/group 
home supervisor o f the client(s) under consideration, and I  have read the research 
outline o f Stephen Clarke about family contacts. I  understand that any information 
provided will be treated with respect and confidentiality, and that individuals will not be 
identifiable in the results. I  understand that I  would have access to the broad findings of 
this research on its completion.
I  understand that i f  I  or the care staff or the client (s) in care do not wish to take part in 
this study, we can refuse, and that this could never be held against us in any way.
I  consent /  do not consent to completing the questionnaire about family contact and to 
making available only those file details detailed in the research outline.
signed____________________________
Date
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Advance Letter.
Headed Paper of the Health Board - Community Care Section.
Date e.g. 14th July 1996
To : (Name of caregiver)
From : Stephen Clarke, Clinical Psychologist. Dept, of Psychology, (Health Bead
Address and Phone).
Please find enclosed information about a research study I am hoping to carry out and for 
which I would need your agreement to participate, if you wished to give such agreement. 
The enclosed sheets explain what the study would be about, so that you can decide 
whether or not you would want to participate. I would be planning to contact you in this 
regard in about two week's time, but if you had decided beforehand whether or not you 
wished to participate, you could complete and return the enclosed consent form to me. 
Please note the completely voluntary nature of any such participation and your right not 
to take part if you do not wish to.
Yours sincerely,
Stephen Clarke.
Enclosed with this letter were the Information Sheet shown above on page 295, together 
with the following consent form.
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Consent form for Caregivers.
Headed Paper o f the Health Board - Community Care Section.
re: SURVEY ON FAMILY CONTACTS OF PEOPLE WITH LEARNING 
DISABILITIES WHO ARE IN RESIDENTIAL CARE.
R esearcherStephen Clarke, Dept o f Psychology, (Service and Address).
To whom it may concern,
I  am the houseparent/caregiver o f the client(s) under 
consideration, and I  have read the research outline o f Stephen Clarke about family 
contacts. I  understand that any information I  provide will be treated with respect and 
confidentiality, and that individuals will not be identifiable in the results. I  understand 
that I  would have access to the broad findings o f this research on its completion.
I  understand that i f  I  or the client(s) I  care for do not wish to take part in this study, we 
can refuse, and that this could never be held against us in any way.
I  consent /do  not consent to completing the questionnaire about family contact and to 
making available only those file details detailed in the research outline.
signed____________________________
Date
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Family Contact Questions.
Questions Sheet.
Question 1.
Considering____________________ (name of client) who hereafter will only be
known by an identification number in this study, how far away in miles as the crow 
flies do his/her next of kin or family of origin live. (The carer would usually know but 
might need to double check from the client file that the next of kin lives in, for example, 
Dublin, and I would there and then measure on a map the distance between the group 
home and Dublin, and I would write in the relevant box on the coded paper record 128 
(miles).
Question 2.
Again considering______________(name of client), which of the following are true?
1) Both his/her parents are alive.
2 )Only one of his/her parents is alive.
3) He/She has a sibling/siblings who live in Ireland.
4) He/She has a sibling/siblings but living abroad.
5) None of the above i.e. he/she has no immediate family members left.
A code number was assigned there and then on the basis of the answers to the above and 
entered onto the record form.
Question 3.
Did the individual receive a visit from parents, relatives or family member.
a) more than 20 times in the last year.
b) 6 to 20 times in the last year.
c) 2 to 5 times in the last year.
d) once in the last year.
e) never in the last year.
A code number was assigned according to which of the above was indicated by the carer,
3 0 0
and entered on to the record form.
Question 4.
Did the individual go home or go to relatives or family members, or holiday with 
them...
a) for 50 or more overnight stays in the last year.
b) for 30 to 49 overnight stays in the last year.
c) for 20 to 29 overnight stays in the last year.
d) for 10 to 19 overnight stays in the last year.
e) for 5 to 9 overnight stays in the last year.
I) for 1 to 4 overnight stays in the last year.
g) for 1 to 4 overnight stays in the last 5 years.
h) never since admission into care.
A code for which of the above was indicated was assigned there and then on the record 
form.
Question 5.
Within the last 12 month period, would____________(name of client) have received
a) any indirect contact from family members or relatives, such as phone calls or 
enquiries, letters or cards, or
b) no such indirect contact within the last 12 months.
A code for which of the above was indicated was assigned on the record form.
Question 6.
How many residential placements has_______________ (name of client) had?
Question 7.
How many years has______________ (name of client) been in residential care?
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Coded Record Form.
A   B / __  C  D _
E _ F _  G  H  I __
J_ K   L _  M  N _
O   P _  Q_  R _  S _
T _
Only the author knew that A was the client's identification number, B was the month and 
year of birth of the client, C was the age of the client, D was the gender of the client, E 
was the coded county where the client hailed from, F was the code for type of residential 
unit, G was the number of residential placements a client has had in his/her care history 
(the answer to Question 6, H was the number of years spent in residential care (the answer 
to Question 7 ,1 was the Mental Age of the client, J  was the level of learning disability, 
K was the score on the Index of Social Competence, L was the coded category of that 
score (low, medium or high), M was the score on the Wilkinson Scales for Behaviour 
Disturbance, N was the category of that score (low, medium or high), O was the distance 
in miles between the residential unit and the family (the answer to question 1), P was the 
coded variable for family members who are still alive (coded answer to Question 2), Q 
was the coded answer to Question 3 about family visitation received, R was the coded 
answer to Question 4 about overnight stays/holidays with family members, S was the 
coded answer to Question 5 about whether or not there was other indirect contact, and 
T was the code to indicate whether there was a mild or significant additional psychiatric 
disorder.
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St. Michael’s House Research and Training 
McConkey Scale. INDEX OF SOCIAL COMPETENCE
Insert in the box the item number that describes the person’s BEST level 
of functioning
Additional Handicaps
VISION
1. Normal Vision
2. Partial sight - problems in mobility
3. Blind for all practical purposes
HEARING
1. Hearing normal (includes deafness in one ear)
2. Partial hearing; hearing aid prescribed
3. Profoundly deaf - only residual hearing
EPILEPSY
1. No fits - no medication
2. Has or had fits; taking medication to control fits; not real problem 
at present
3. Has or had fits; taking medication to control fits; recurring 
problem at present
Communication Skills
INSTRUCTIONS
1. Can remember to carry out a sequence of instructions e.g. 
a shopping list or directions to a place
2. Can remember instructions and carry them out later, e.g. a 
message from work
3. Follows a simple instruction which can be carried out there 
and then - “switch on the light”
4. No response when talked to, except to own name
COMMUNICATION
1. Speaks well - intelligible to all; uses appropriate language; 
able to give accurate information
2. Some difficulty in speaking - lack of clarity or fluency (e.g. 
may tend to stammer), but language appropriate
3. Difficulty in speech - only intelligible to those who know
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him/her well
4. No speech - relies on gestures if attempting to communicate
Self-Care Skills
EATING
1. Feeds self and can manage all activities at table with no problem
2. Feeds self and can manage most activities (e.g. cutting 
meat) but needs some guidance/help
3. Feeds self competently but needs help in seasoning foods, 
cutting meat etc.
4. Needs to be fed or if left alone is a messy feeder
PERSONAL NEEDS
1. Can look after his/her personal needs completely 
independently - cleanliness, toilet, dressing and chooses 
appropriate clothes
2. Generally looks after personal needs but requires checking 
and reminding
3. Has to be helped to wash, dressed, etc.
4. Dependent on other persons for all personal needs
MOBILITY
1. Able to walk, run and climb stairs with no difficulty
2. Able to walk fair distances (around 1 mile) but finds 
running and climbing stairs difficult
3. Can walk only short distances; tires easily
4. Unable to walk alone
USE OF HANDS
1. Fully competent use of hands and fingers - can hit nail with 
hammer, thread needle, use tin-opener
2. Manages most day-to-day activities involving hands, doing 
up buttons, using knife and fork, ties shoelaces
3. Slow and rather clumsy in using hands but manages some 
day-to-day activities
4. Only capable of very basic hand skills or not at all
3 0 4
AROUND THE HOUSE
1. Capable of doing most jobs around the house without 
supervision-makes beds, washes and dries dishes, 
cleans floor, etc.
2. Attempts most jobs but needs supervision and help to 
complete the job properly
3. Able to do simple repetitive jobs-setting the table, dries dishes
4. Attempts these simple jobs but cannot do them properly
5. Unable to do any household jobs
PREPARING FOOD
1. Can prepare an adequate variety of meals without 
supervision
2. Prepare simple hot food without supervision-makes eggs, 
warm soup
3. Makes up food which does not require cooking or with 
which he/she is familiar-cereals, teas, sandwiches
4. With supervision, can prepare simple foods
5. Needs all food prepared for him/her
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Community Skills
READING
1. Can read and follow a series of written instructions, e.g. 
directions on a packet of food, recipes etc.
2. Can read and act appropriately to signs giving directions in 
shops or in the street
3. Recognize own name written down
4. Recognize and pick out around six different labels on tins 
and boxes of food, e.g. cereals, washing powder
5. Unable to recognize any writing
WRITING
1. Can write short notes, e.g. shopping lists
2. Can write own name and address without help
3. Writes full name without help
4. Writes name and address from copy
5. Unable to write
TIME
1. Regularly uses watch or clock timing of activities, e.g. 
when a friend might call
2. Tells time in hours and minutes, with clock or watch
3. Knows what hour it is by the clock
4. Shows by behaviour that he/she can anticipate some events 
of the day e.g. start of T.V. programme
5. Seems to have no idea of time
MONEY
1. Able to use money responsibly-no difficulty in coping with 
everyday money transactions; giving right amount and checking 
change
2. Can select the amount of money appropriate to stated price 
of article
3. Estimates roughly what different amounts might buy e.g. if 
given 5Op has some idea of what he/she could get for that
4. Picks out coins by name e.g. 50p, lOp etc.
5. No understanding of money
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WILKINSON CHALLINGING BEHAVIOUR SCALES.
CODE
01
02
03
04
05
06
07
08
09
10
11
12
13
14
15
16
17
18 
19
TYPE OF BEHAVIOUR
Bites/scratches/hits staff (that is, generally aggressive 
to staff)
Screams at staff
Bites/scratches/hits other residents (that is, generally 
aggressive to other residents)
Screams at other residents
Injures self when frustrated, angry, or in order to manipulate 
Injures self in a way related to an obsession (such as 
skin-picking, face-flicking) or if prevented from 
fulfilling an obsessional desire 
Injures self for no apparent reason 
Makes loud and/or irritating noises when disturbed 
Makes loud and/or irritating noises for no apparent reason 
Is deliberately destructive with objects (for example, 
smashes cups, tears clothes, rips books, breaks 
windows, pulls down curtains)
Aloof/indifferent with other people; a loner 
Obsessed with content and arrangement of the 
environment
Becomes disturbed when an obsession is not met (for 
example, bangs windows/doors if they are left open, runs 
around “tidying”, addresses people aggressively)
Exhibits a bizarre habit/obsession (such as object 
waving, string twirling, material sucking)
Exhibits a socially unacceptable habit/obsession (such 
as spitting, swearing, manual evacuation, self-induced 
vomiting, rubbish eating, excessive masturbation)
Exhibits a habit/obsession that is a problem in terms of 
management (such as rubbish hoarding, absconding to collect 
rubbish, removal of clothes, masturbation in appropriate 
places)
Is disturbed/unsettled during the night (for example, 
wanders around, wakes others, noisy)
Overactive/wanders aimlessly; due to boredom/no stimulation 
Overactive/wanders aimlessly;despite appropriate
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20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
activity being available 
Can communicate verbally 
Can communicate non-verbally
Changes mood suddenly for no apparent reason (for example, 
laughing when suddenly tearful, noisy then suddenly 
withdrawn)
Behaviour is unpredictable (for example, may hug/kiss 
and then suddenly hit/bite)
Throws objects around aimlessly 
Throws objects when angry/frustrated/disturbed 
Becomes disturbed if change occurs (for example, in 
people, routine, or environment)
Shows bizarre and purposeless movements (such as 
finger-weaving, arm-waving, face-pulling)
Bullies weaker residents 
Manipulates and/or attention seeks by exhibiting 
problem behaviour (such as hitting, biting, scratching, 
furniture throwing, soiling, wetting, window-breaking) 
Absconds if unsupervised
Soils/wets with awareness in places other than toilet
Becomes disturbed when prevented from having own way
Is obsessed with food and drink resulting in a
management problem
Bizarre, one-sided attempts at interaction
Becomes withdrawn suddenly
Is difficult to manage when disturbed/having a temper
tantrum (that is, affects the other residents due to most staff
being occupied or the environment being altered, or a tense
atmosphere developing)
Can understand communication 
Is sexually delinquent with awareness 
Asks questions (that is, meaningful questions rather 
than just repetitive speech)
Steals property of others
Takes no notice of what others do
Shows inappropriate emotional reaction (for example,
laughs when reprimanded)
Masturbates in public
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Contingency coefficients.
In Chapter 5 most of the results are presented as 3x2 chi square analyses as this test 
makes few assumptions other than that category variables are being used. For 
indication purposes the contingency coefficients based on these chi square analyses are 
also presented. As a measure of association the contingency coefficient requires only 
nominal measurement of variables. One limititation of the contingency coefficient is 
that two contingency coefficients are not comparable unless they are yielded by 
contingency tables of the same size (Siegel 1956).
Another drawback of contingency coefficients is that they cannot be as high as 1 even 
when there is perfect correlation. The upper limit is determined by the table size. In 
Table 35 below the contingency coefficients in the unshaded area are based on 3x3 chi 
square tables, for which the upper limit is .816. The contingency coefficients in the 
lighter shaded area in Table 35 are based on 3x2 chi square tables and are comparable 
with each other. The three contingency coefficients in the darker shaded area are based 
on 2x2 chi square tables and the upper limit for this size table is .707 (Siegal. 1956).
Another feature of contingency coefficients is that they are always positive.
The actual direction of the associations for the main dependent variable of family 
contact is shown in the full chi sqare analyses reported section by section in Chapter 5 
- in fact they were all negative associations where statistical significance was reached. 
For example, significant family contact was negatively associated with age, years in 
residential care and distance from family.
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Table 36.
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Figures in this area based on 2x2 chi square tables.
Figures in this area based on 3x2 chi square tables.
Figures in this unshaded area based on 3x3 chi square tables.
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Table 27.
Variable entered - Family left.
-2 Log Likelihood 203.55
Goodness of Fit 179.00
Chi square df Significance 
Model chi square 44.55 2 <.0001
Improvement 44.55 2 <.0001
Classification Table for Minimal/Significant Contact.
Predicted
Observed 0 1 Percent Correct
0= Min. Contact 71 20 78.02%
1= Sig. Contact 32 56 63.64%
Overall 70.95%
Variables in the Equation
Variable B S.E. Wald df Sig- R Exp (B)
Family left 31.766 2 <0001 .335
Family left (1) 3.298 .660 24.970 1 <0001 .304 27.067
Family left (2) 1.898 .653 8.457 1 .0036 .161 6.675
Constant -2.269 .607 13.993 1 .0002
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Table 28.
Variables entered - Family left and distance.
-2 Log Likelihood 192.32
Goodness of Fit 181.13
Chi square df Significance 
Model chi square 55.78 4 <.0001
Improvement 11.23 2 <.01
Classification Table for Minimal/Significant Contact.
Predicted
Observed 0 1 Percent Correct
0= Min. Contact 73 18 80.22%
1= Sig. Contact 32 56 63.64%
Overall 72.07%
Variables in the Equation
Variable B S.E. Wald df Sig. R Exp (B)
Family left 14.561 2 <001 .206
Family left (1) 1.684 .828 4.137 1 .042 .093 5.384
Family left (2) -.366 .822 .199 1 .656 .000 1.442
Distance 8.210 2 .017 .130
Distance (1) 2.583 .906 8.137 1 <005 .157 13.464
Distance (2) 2.461 .904 7.416 1 .007 .148 11.181
Constant -3.089 .800 14.901 1 <001
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Table 29.
Variables entered - Family left and distance and age.
-2 Log Likelihood 185.23
Goodness of Fit 176.97
Chi square df Significance 
Model chi square 62.87 6 <.0001
Improvement 7.09 2 <.05
Classification Table for Minimal/Significant Contact.
Predicted
Observed 0 1 Percent Correct
0= Min. Contact 65 26 71.43%
1= Sig. Contact 22 66 75.00%
Overall 73.18%
Variables in the Equation
Variable B S.E. Wald df Sig. R Exp (B)
Family left 3.022 2 .221 .000
Family left (1) .667 .926 .518 1 .472 .000 1.948
Family left (2) -.072 .862 .007 1 .934 .000 .931
Distance 9.809 2 .007 .153
Distance (1) 2.959 .950 9.708 1 .002 .176 19.285
Distance (2) 2.828 .945 8.949 1 .003 .167 16.910
Age 6.699 2 .035 .104
Age (1) 1.737 .671 6.694 1 .010 .138 5.679
Age (2) .960 .517 3.449 1 .063 .076 2.611
Constant -3.731 .865 18.598 1 <001
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Table 30.
Variables entered - Family left, distance, age and behaviour disturbance.
-2 Log Likelihood 169.68
Goodness of Fit 173.48
Chi square df Significance 
78.41 8 <0001
15.55 2 <001
Classification Table for Minimal/Significant Contact.
Predicted
Observed 0 1 Percent Correct
0= Min. Contact 66 25 72.53%
1= Sig. Contact 14 74 84.09%
Overall 78.21%
Variables in the Equation
Variable B S.E. Wald df Sig. R Exp (B)
Family left 5.034 2 .081 .065
Family left (1) 1.083 .956 1.283 1 .257 .000 2.952
Family left (2) .007 .865 .001 1 .993 .000 1.007
Distance 10.577 2 .007 .153
Distance (1) 3.068 .962 10.173 1 .002 .176 19.285
Distance (2) 3.030 .956 10.038 1 .003 .167 16.910
Age 9.261 2 .035 .104
Age (1) 2.163 .714 9.186 1 .010 .138 5.679
Age (2) 1.220 .534 5.223 1 .063 .076 2.611
Beh. disturb. 13.674 2 .001 .198
Beh. disturb.(1) 1.856 .513 13.094 1 <001 .212 6.399
Beh. disturb.(2) 1.823 .614 8.805 1 .003 .166 6.187
Constant -5.756 1.058 29.576 1 <001
Model chi square 
Improvement
